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ABSTRACT 
This research attempts to answer the demands from previous literature to extend the 
use of systematic preference testing, and to enable people to make choices by 
enhancing the modes of communication of preference. It looks at the viability of 
systematic preference testing, embedded observations of preference, and the use of 
staff opinion to predict the person preference of people with a profound learning 
disability and high support needs. The data collected from 17 adults with a profound 
learning disability and high support needs was analysed using the city block metric to 
permit informal statements about the trends within the data. More formal statistical 
testing was invalid due to difficulties during the data collection phase. The results 
suggest that the use of systematic preference testing without previous training has 
limited application within this population. There is a tentative suggestion that 
embedded preference observations may be more widely accessible for this population. 
However, there is not a measurement of embedded observations validity within this 
study. Also, the accuracy of staff opinion of preference seemed to depend on the 
relationship between the participant and the staff member. Caution is advised in 
generalising the results of this study due to the difficulties in recruiting staff to be 
involved. 
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INTRODUCTION 
DEFINING THE POPULATION 
LEARNING DISABILITY. 
There are a number of models of learning disability, including psychological, medical, 
and health models. In recent years a social, or anthropological, model of learning 
disability has become widely accepted. This sees leaming disability as a socially 
constructed concept (Hatton, 1998), meaning that the classification can alter with 
changes in political and social climate. 
In the present day, the most widely recognised system of classification was developed 
by the American Association on Mental Retardation (AAMR). It is worth noting that 
the term 'mental retardation' is a standard term in the United States and is equivalent 
to the United Kingdoms present usage of 'learning disability'. The latest AAMR 
revision of the definition of mental retardation was in 1992 (Luckasson, Coulter, 
Polloway, Reiss, Schalock, Snell, Spitalnik & Stark, 1992) and stated: 
"Mental retardation refers to the substantial limitations in present functioning. 
It is characterized by significantly sub average intellectual functioning, existing 
concurrently with related limitations in two or more of the following adaptive 
skill areas: 
" Communication 
" Self-care 
" Home living 
" Social skills 
" Community use 
" Setf-direction 
" Health and safety 
3 
9 Functional academics 
o Leisure 
e Work 
Mental Retardation manifests before age 18. " 
Another definition that is currently in popular use in this country is that 
contained in the VAite Paper 'Valuing People' (Department of Health, 2001). 
This suggests that a leaming disability is: 
"The presence of a significantly reduced ability to understand new or 
complex information and to learn new skills (impaired intelligence) 
With a reduced ability to cope independently (impaired social 
functioning) 
* Which started before adulthood with a lasting effect on development " 
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PROFOUND LEARNING DISABILITY 
The definition ofprofound learning disability and high support needs 
There is often confusion surrounding the criteria for labels used to describe some 
minority populations, particularly less able people. Profound learning disability with 
high support needs is no exception. There have been numerous definitions used to 
represent this ever-increasing (Department of Health, 2001; Male, 1996) group of 
people, who are so heterogeneous both in tenns of the aetiology of their disabilities 
and their functional capacities. 
In the recent governmental White Paper 'Valuing People' (Department of Health, 
2001), it was suggested that there were 210,000 people in the United Kingdom with 
severe and profound learning disabilities. The population was spread uniforinly over 
geography and socio-economic group, and a one percent increase per annum was 
expected over the next fifteen years. 
The definition for the profound learning disability with high support needs population 
chosen for this study originates from Lacey (1998), who described a person with a 
profound learning disability with high support needs as someone with more than one 
disability, one of which would be profound intellectual impairment (intelligence 
quotient is assumed below 20). This is an arbitrary notion as this population does not 
lend itself to intelligence testing. Other disabilities may include sensory impairment 
(Kierman & Kierman, 1994), physical disabilities (Blackwell, 1989), autism and 
mental illness, amongst others. This, or similar definitions have been used widely in 
research (Green, Reid, White, Halford, Brittain. & Gardener, 1988: Male, 1996: 
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Ware, 1996) and answers the call of Kay, Rose and Turnbull (1995) to move away 
from a static definition and towards a more person-centred approach. 
The difficulties experienced by people with a profound learning disability and high 
support needs render the person unable to complete the tasks of everyday living 
without help (Brunning, 1997). Typically, the people's lives are ffirther complicated 
by limitations in communicative ability (Downs, 1999), particularly spoken language 
(Hogg Reeves, Roberts & Murford, 2001) and they often have difficulties utilising 
conventional assisted or augmented communication methods (Hogg et al., 2001). 
Garcia and DeHaven (1974) suggested that eighty percent of people with profound 
learning disability and high support needs fail to acquire fully effective speech. 
McLean, Brady and McLean (1996) analysed this further, in a sample of 211 adults 
and children with a profound learning disability and high support needs. These results 
indicated that 59% of this population showed limited evidence of symbolic 
communication (speech, signs and icons), 19% were able to show intended non- 
symbolic communication (e. g. actions or gestures) and 21% showed no evidence of 
intentional communication. 
Figures quoted in the literature have varied; for example, Bouras, Drummond, Brooks 
& Laws (1988) quoted much lower figures of intentional communication. This 
variation is perhaps due to perception of communication (Chamberlain, Chung & 
Jenner, 1993), age of participants, setting, and respondents used (Bradshaw, 2001). 
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Secondary disability 
The definition of profound learning disability and high support needs establishes the 
person's primary disability, that which has an organic cause. Individuals in this 
population can also frequently fall victim to secondary disabilities, which are inherent 
in a social model of disability. These are disabilities that do not have an organic 
cause, but are rooted in other people's or society's reaction to the person or their 
primary disability (Sinason, 1992). They may be obvious in the physical 
environment, such as access to buildings suitable for people in wheelchairs or with 
coordination difficulties. They may be more subtle effects, such as in policies or 
procedures of a company or attitudes of carers. 
Secondary disabilities are particularly prevalent when people with a profound learning 
disability and high support needs are attempting to express themselves. There can be 
a significant gap in a person's cognitive ability and their ability to express themselves. 
This gap is most famously seen in prominent figures such as Steven Hawkins and 
Christopher Nolan. 
If this gap is not recognised, people within this population can be furtheir 
disadvantaged by a learned passivity, or helplessness, that can be perceived as a lack 
of desire or ability to communicate (Wilkinson, 1994). TMs learned passivity 
develops through factors such as: 
* Low responsivity by carers (Houghton, Bronicki & Guess, 1987; Yoder, Warren, 
McCathren & Leew, 1998). 
o Reduced opportunities to interact (Chamberlain et al, 1993; Monsell, 1995). 
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9 People with a profound learning disability and high support needs often need more 
time to participate in an exchange. This is often not understood and extra time is 
not given (Detheridge, 1997; Goldbart, 1994). 
* Carers pre-empting the person's need so the person misses an opportunity to 
express themselves (Sigafoos, 1999). 
* Low communication expectation from carers can lead to missed signalling 
(Detheridge, 1997). 
9 Dependence on others' interpretation of signals coupled with an inability to 
contradict any misinterpretations (Brady, McClean, McClean & Johnston, 1995; 
Grove, Porter & Bunning, 1999a). 
Difficulties highlighted in the presence of secondary disabilities mean that it is 
important to take a more detailed look at communication in people with a profound 
learning disability and high support needs. 
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COMMUNICATION IN THIS POPULATION 
The ability to communicate is often taken for granted and its role in all social 
situations is not appreciated by people who can communicate effectively without 
difficulty. 
However, there are a number of groups in society who do have difficulties 
communicating effectively with others. As discussed above, this may be due to their 
compromised cognitive or/and physical ability or because of other people's reactions 
to them. People with a profound learning disability and high support needs fit well 
into this category. 
When communication does become a difficulty, there develops a need to look at 
communication in greater depth. 
Definition of communication 
There was a preponderance of research in the 1960's and 1970's that included work 
on the definition of communication. During this era, the emphasis seemed to be on 
the incorporation of intentionality in the definition. An example of this type of 
defmition is Kierman, Reid and Goldbart (1986); 
it communication involves responses.... (the person) .... makes 
intentionally in order to affect behaviour of another person with the 
expectation that the person will receive the message " 
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The difficulty with such definitions is that it excludes a large portion of the profound 
learning disability and high support needs population and those that communicate 
with them (Bradley, 1998). Over the last twenty years, knowledge of preverbal 
communication has developed and research has focused on the communication of 
young babies. There has been recognition that intentionality is not required by all 
parties involved in the communication. Indeed, intention is only required on the part 
of one person for communication to occur (Snow, 1984). 
Therefore, recent definitions have been more sympathetic to the skills and the 
"ilities of people with a profound learning disability and high support needs and au 
those who support them (Bradley, 1998). 
With this change of emphasis came an interest in functional communication. This is 
communication that can be used as a tool to control meaningful experiences (Bradley, 
1998). It occurs naturally in everyday life, has real consequences, and includes 
spontaneous communication and not just responses evoked by others (Roland & 
Schwiegert, 1993). This communication can be used to request material things, but 
can also be utilised to control the amount of attention received, express emotion and 
to signal care needs (Bradley, 1998). 
For this research project, communication will be defined as; 
'the successful transmission of a message ftom one person to 
another' (Siegal- Causey & Downing, 1987). 
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This definition allows for the complications surrounding intentionality, and 
recognises the complexity of communication in this population. 
Importance of enabling communication in this population 
The ability to communicate is a most prized skill as it is the mechanism that allows 
us, as human beings, to shape a more satisfactory life (Smith, 2001). It is the basis of 
all social activity and has a powerful influence on relationships, learning, and socially 
appropriate behaviour (Bradley, 1998). It is crucial in the demonstration of cognitive 
capabilities (Detheridge, 1997). Communication is used for a wide range of reasons. 
Crystal (1992) stated the main functions of communication to be: 
o the exchange of ideas and information 
0 emotional expression 
* social interaction 
0 control of reality 
* recording facts 
0 thinking and expressing ideas 
The idea of someone having the capacity but not the means to fulfil these cherished 
functions naturally produces questions regarding the reasons for this condition, and 
how to aid the person to achieve their potential - 
People with a profound learning disability and high support needs frequently have 
communication difficulties (Downs, 1999; Remington, 1997) which compound this 
group's problems in social situations, affects others' perception of them and 
influences the way they are treated (Detheridge, 1997). These communication 
difficulties may be due to a number of reasons which include: sensory impairments, 
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speech processing and comprehension, physical disabilities affecting speech 
production, coordination difficulties affecting gesturing, tactile sensitivity and 
idiosyncratic communication styles (Bradley, Ashbaugh & Blaney, 1994). However, 
they still need to communicate on the same fundamental issues as other members of 
society and careful observation will show that most people can communicate in some 
way, whether intentional or not (Feffis-Taylor, 1997). 
Jones (2000) presented the 'Communication Bill of Rights' that emphasised the 
expression of personal preferences and feelings, the offering of choice and 
alternatives, and the chance to decline or reject the choices. These rights have also 
been highlighted, amongst others, as objectives in the governmental white paper 
'Valuing People' (Department of Health, 2001). The aims highlighted by the research 
literature and by 'Valuing People' can only be achieved by facilitating 
communication. 
Emphasis on communication and its development is vitally important for people who 
have a profound learning disability and high support needs because, for so much of 
their day, they are engaged in routine aspects of care involving close contact with 
carers who may not be able to interpret their unique communication styles (Bradley & 
Derbyshire, 1993). Additionally, it is often the case that the pleasurable and 
reciprocal process normally associated with communication development may not 
have been present for a large portion of this population. Instead, they may have a past 
experience of feeling ignored and bored so have not seen the value in using the 
communication devices available to them. 
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Methods of communication in this population 
As previously mentioned, people with profound learning disability and high support 
needs can communicate, though often in an idiosyncratic fashion (Ferris-Taylor, 
1997). People's needs and choices are frequently expressed in a non-verbal form 
(Burford, 1993) using methods such as vocalisation, body movement, eye movement, 
facial expression, special touches (body cues), natural gestures, real objects or more 
formal signing (Bradley, 1998). Some of these methods may be naturally present and 
only need recognising by carers, but others may need to be initiated and developed 
with the individual. If there are methods that need to be taught, evidence suggests 
that this should be done in a natural setting using realistic situations which the person 
would experience in their daily living, as this strategy produces more generalised and 
spontaneous use (Carter, 1992). 
The more formal methods can be separated into two discrete categories: augmented 
and alternative communication. 
Augmented methods are techniques which combine speech with another sensory 
input, still utilising iconic representations (Mustonen, Locke, Reichle, Solbrack & 
Lindgren, 1991). Within the learning disability population examples include 
'Makaton Vocabulary'. This is one of the most commonly used augmented 
techniques. It has a core vocabulary of 350 signs and symbols with an additional 
resource vocabulary of approximately 7000 and is created in eight stages of increasing 
complexity. However, due to the intricate needs and difficulties of the profound 
learning disability and high support needs population, augmented techniques are less 
common. 
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The second category is alternative communication methods, more commonly used 
with people with profound learning disability and high support needs. Alternative 
methods use objects, pictures or symbols to replace iconic language such as speech. 
There are a number of broad categories, but the details within each division vary 
widely as they are tailored to meet the needs of each individual. One such category is 
the use of picture charts. These tend to be developed on an 'ad hoc' basis and contain 
pictures or photographs of items within the individual's experience which help to 
communicate needs and desires. An example may be a photograph of a cup of tea to 
represent a drink of tea (Gates, 1997). When using this method it may be difficult to 
convey abstract ideas. As an alternative to picture charts, it may be possible to use 
tangible symbols (Bloom, 1990). This utilises manipulable objects with raised tactile 
features that are closely related to the item they represent (Clark-Kehoe, 1992). This 
can enable communication concerning information that is more abstract. Finally, 
communication may be aided using objects of reference, which are felt as being 
particularly appropriate for people with a profound learning disability and high 
support needs (Ferris-Taylor, 1997). An object is linked, through behavioural 
conditioning, to a particular item. This item can be an object, event or place. Once 
the relationship had been learnt then the reference object is slowly reduced to a more 
symbolic representation (e. g. a towel and swimming costume may be reduced to a 
piece of a towel). 
Summary of communication and its relevance to this research 
For this research, communication is defined as 'the successful transmission of a 
message ftom one person to another' (Siegal-Causey & Downing, 1987). This 
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definition has been chosen for its inclusion of intentional and unintentional 
communication. 
The ability to communicate is a most prized skill as it is the mechanism that allows 
us, as human beings, to shape a more satisfactory life (Smith, 2001). It is the basic 
unit that allows people to influence their surroundings and exercise choice and 
preference. People with a profound learning disability and high support needs 
frequently have communication difficulties (Downs, 1999; Remington, 1997) which 
can interfere with their ability to manipulate their environment. This does not mean 
that they cannot communicate their needs or desires, but it does seem that training 
may be required for the individual (or the individual's carer) to enable their 
communication to be heard and interpreted correctly. 
People's needs and choices are frequently expressed in a non-verbal forin (Burford, 
1993). These methods of communication can be utilised to develop augmented or 
alternative communication strategies. The latter strategy is more regularly used with 
people with a profound learning disability and high support needs. 
Recognising different forms of communication and utilising alternative techniques 
can enable the expression and measurement of preference and choice. 
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PHILOSOPHY OF RESEARCH 
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This section outlines the normalisation principle, which is the basis of much of the 
modem-day practice in the learning disability population and underpins the policies' 
that service providers should currently be following. 
NORMALISATION THEORY 
What is normalisation? 
Normalisation. was developed in Denmark in the 1950's. It has been a constantly 
evolving theory over the last fifty years and there has been some divergence from the 
central theory, leading to a development of a family of ideas that share a common 
foundation (Ernmerson, 1992). The variance tends to depend on the country of 
application. 
Perrin & Niýe (1985) wrote 'Normalisation is based upon a humanistic, egalitarian 
value base, emphasisingfteedom of choice and the right to seýfldetermination'. This 
includes bringing the same legal and human rights of all other citizens to people with 
learning disabilities. Normalisation challenges us to provide services, support, help 
and encouragement to a standard which anyone would happily accept (Chrisholm, 
1986). It is rooted in assisting people to fulfil their maximum potential (Swann, 1997) 
by utilising valued social roles (Wolfensberger, 1983). It is aimed at changing the 
attitudes towards, and improving the lives of all devalued groups in society. In this 
research, I shall link it directly with the learning disabled population. 
There have been a number of definitions of normalisation proposed but all have a 
similar theme. Such as Nije (1980) who described normalisation as: 
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'Making available to all people with Learning Difficulties patterns of 
life and conditions of everyday living which are as close as possible 
to the regular circumstances and ways of life ofsociety' 
Alternatively Juul and Linton (1978) who suggested: 
The Normalisation principle simply implies that the handicapped 
ought to be able to have a life as equal as possible to a normal 
existence and with the same rights and obligations as other people 
are. The handicapped are to be acceptedfor their exceptionalities 
where these cannot be remedied' 
Both of these suggestions acknowledge an individual's uniqueness and do not proffer 
one set of norms for the whole population. Such definition allows for people with 
more profound physical and learning disabilities that may not be able to ftilly adjust 
to society and its expectations. It also tolerates the fact that there may be resource 
and structural limitations to the application of the core themes of normalisation. 
Core ideas 
Normalisation. Theory is being employed for the provision of care with the key 
emphasis on the individual's rights, user involvement in planning and evaluation, and 
community based services (Pougher, 1997). 
Wolfensberger and Tullman (1989) proposed seven core themes in the normalisation 
principle that is active in the United Kingdom. 
* Conservatism corollary to the principles of normalisation. 
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* The relevance of role expectancy and role circularity to deviance making 
and unmaking, 
o The role of the (un) conscious in human services. 
* The developmental model and personal competency enhancement. 
* The power of imitation. 
e The dynamics and relevance of social imagery. 
* The importance of social integration and valued social participation. 
(Chrisholm, 1986) 
O'Brien'sfive accomplishments 
O'Brien has been a particularly influential researcher in the United Kingdom 
regarding the normalisation principle. He outlined the normalisation principle in 
regards to style of services rather than theory, hence offering a broad framework of 
the implication of the normalisation principle for service providers. He presented five 
accomplishments along with his colleague Tyne (198 1), accentuating the provision of 
quality of life and choice as central premises to the normalisation principle, enhancing 
the respect afforded to service users 
These five guidelines are: 
(1) Service users should be present in the community. 
(2) Service users should be supported in making choices about their lives. 
(3) Services should develop the competence of their users by developing skills 
that are ftinctional and meaningful. 
(4) Services should enhance the respect afforded to their users by developing and 
maintaining a positive reputation for its users within the community. 
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(5) Services should ensure that its users participate in the life of the community. 
This includes supporting natural relationships with family, friends and 
neighbours, as well as widening the network. 
(O'Brien& Tyne, 198 1) 
Where do we presently stand? 
Wertheimer, (1996) argues that at present we, as a nation and a service, are in the 
middle of our development and acceptance of the normalisation theory. We are able 
to think beyond the provision of special buildings, segregation and organised 
activities. However, our ability to interact with people with learning disabilities as 
equals and partners, both within organisations and on an individual basis, are still 
limited. 
It is only fairly recently that enabling people to develop new skills and a lifestyle of 
their own has become a focus of our attention. This has been aided by current 
governmental policy emphasising a person-centred, needs-led approach (Wertheimer, 
1996). However, the application of these ideas is restricted within services for the 
more able people with learning disabilities, with lifestyles that continue to be dictated 
by services. Within the profound learning disability and high support needs 
population, it is incomplete and inadequate. 
Aimsfor people with a profound learning disability and high support needs 
The implications of normalisation for people with a profound learning disability and 
high support needs are no different from any other devalued population. However, 
because this group of people continues to be segregated, even from more able learning 
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disabled people, the objeetives remain plain. To live their lives in the eommunity 
with: 
* Ordinary houses in ordinary streets (Kings Fund Centre, 1980). 
* Ordinary jobs in ordinary workplaces (Porterfield& Gathercole, 1985). 
o Ordinary friends, neighbours, social and leisure opportunities (Kings fund 
Centre, 1988). 
In addition, with whatever support is needed to facilitate the above (Ward, 1982). 
Criticisms of normalisation 
There is evidence of a discontent with normalisation and its principles (Merrylees & 
Gates, 1997). It has been criticised for being a value-laden approach (Tyne, 1992) 
that is difficult to apply to services (Dalley, 1992) and can fail to recognise the 
uniqueness of an individual. Additionally some people feel that it does make 
difficulties explicit but does not support change (Smith & Brown, 1992). Others have 
suggested that normalisation advocates interventions that are not sufficiently validated 
(Baldwin, 1985: Throne, 1975). It has even been suggested that it is the equivalent of 
a policy of non-intervention (Clifford, 1984). 
It is widely considered that many of these criticisms are based on a misunderstanding 
or naivety about normalisation and its principles (Gates, 1997). Others criticisms 
reflect a genuine difference in approach to people and their difficulties. 
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Normalisation and applied behavioural theory 
Applied behavioural theory, and the use of analysis within this theory, is concerned 
with people's actions that are observable and have importance in society and social 
functioning. It endorses the use of experimental techniques that provide a socially 
significant change in observable behaviour and which are durable over time and 
situation (Baer, Wolf & Risley, 1987). 
The use of applied behaviour analysis within the learning disability population has 
recently focused on the development of competence and the reduction of challenging 
behaviour (McGill & Emmerson, 1992). This focal point has led it into the realms of 
service provision and into contact with differing ideologies (Parsons, Cash & Reid, 
1989) such as normalisation. 
It appears that normalisation and applied behavioural. theory may have a number of 
objectives in common within the learning disability population, particularly regarding 
the change of behaviour deemed socially inappropriate and the social impact of that 
behaviour. However, conflicts arise because of the comparative importance placed on 
values and technology, with normalisation emphasising a value system and applied 
behavioural theory emphasising effective technology in intervention. Additionally, 
there are methodological differences, with respect to the notion of acceptable 
evidence and the emphasis each approach lays on empiricism and theory building 
(McGill & Emmerson, 1992). 
Applied Behaviour Analysis has led, in the United States of America, to Positive 
Behaviour Support. The basic idea is that work is carried out to teach people 
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alternatives to destructive behaviour, and the environment is altered to promote 
positive behaviour. 
Rapprochement 
Applied behaviour analysis has been characterised by a technique that lacks any 
guiding principles, while nonnalisation has been criticised for being a value laden 
conceptual framework without any systematic technique for effecting change (McGill 
& Emerson, 1992). Therefore, a possibility of rapprochement seems clear, and has 
previously been proposed (Flynn & Nitsch, 1980; Roos, 1972; Wolfensberger, 1972) 
'Enhancing the personal competencies of devalued people and reducing their 
devaluing characteristics remain as fundamental aims of normalisation' 
(Wolfensberger & Thomas, 1983) and applied behaviour analysis (Baer, Wolf & 
Risley, 1968). 
Summary of normalisation and its relevance to this research. 
Normalisation is a movement that originated in Demnark that emphasised the rights of 
the individual. It is aimed at changing the attitudes towards, and improving the lives 
of, all devalued groups in society. Perrin & Niýe (1985) wrote 'Normalisation is 
based upon a humanistic, egalitarian value base, emphasisingfteedom of choice and 
the right to self-determination'. This quotation highlights the importance of choice 
and self-determination within the normalisation model. O'Brien and Tyne (198 1) also 
placed the issue of choice in a position of priority by recommending that service users 
should be supported in making choices about their lives. 
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Normalisation is also rooted in assisting people to fulfil their maximum potential 
(Swann, 1997) by utilising valued social roles (Wolfensberger, 1983). Again, 
O'Brien and Tyne (1981) reiterated the importance of social relationships in his 'Five 
Accomplishments' by suggesting that services should ensure that its users participate 
in the life of the community. This includes supporting natural relationships with 
fwnily, friends and neighbours, as well as widening the network. 
Normalisation seems to have only scratched the surface of the lives of people with a 
profound learning disability and high support needs. However, policies that govern 
service provision have begun to incorporate many of this model's ideas and the 
importance of choice and social relationships for people with leaming disabilities 
have become a core concem. 
Though normalisation and applied behaviour analysis derive from very different 
schools of thought, they share a fundamental aim of enhancing the personal 
competencies of devalued populations. Literature has suggested that both approaches 
could benefit from combining their strengths (Flynn & Nitsch, 1980; Roos, 1972; 
Wolfensberger, 1972). This research is an exarnple of how this can be achieved. 
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FOUNDATIONS OF PRESENT DAY SERVICE 
PROVISION 
25 
HUMAN RIGHTS ACT 
There have been numerous documents published on human rights over the decades. 
The most well known and frequently referenced is The Universal Declaration of 
Human Rights (United Nations, 1948) and the European Convention on Human 
Rights (Council of Europe, 1950) which provided the principle for human rights 
(Gladden 1997). These documents are based on the premise that men and women 
everywhere are equal in worth and are entitled to basic human rights. These rights 
include: 
0 Civil rights. 
0 Political rights. 
0 Economic rights. 
0 Rights of freedom of religion. 
0 Rights of freedom of speech and expression. 
0 Rights of Ereedom of travel to and from countries. 
0 Rights of equality of opportunity and participation in society to all. 
These declarations have been followed by documents emphasising specific areas of 
rights such as the International Covenant on Civil and Political Rights, (United 
Nations, 1966) and the International Covenant on Economical, Social and Cultural 
Rights (United Nations, 1966) which commented on many issues including the right 
to self-determination and the freedom of opinion and expression through any media of 
the person's choice. In Britain, the Human Rights Act 1998 (HMSO, 1998), contains 
similar articles including the freedom of expression and the freedom of association. 
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THE 1990 NHS AND COMMUNITY CARE ACT 
This act was produced to guide the National Health Service in its provision for people 
with long-tenn care needs. Its production was in response to the White Papers 
'Caring for People and Working for Patients' (Department of Health, 1989) and its 
recommendations on the provision of health and social care (Connolly, 1997). It has 
been very influential in the care of people with learning disabilities. 
The aim of the legislation was to provide care that was more responsive and flexible 
to the vulnerable person's needs through multi-agency working (Merrylees & Gates, 
1997), along with the delegation of financial responsibilities to local authorities and 
additional ftmding for people within the community. 
This act with its emphasis on community living is closely linked with the principles of 
nonnalisation. Unfortunately, it also meant that the learning disabled population had 
to compete with other long-term community care populations such as older adults. It 
seemed inevitable that this meant the people with learning disabilities would struggle 
to attain appropriate funding (Merrylees & Gates, 1997). 
VALUING PEOPLE -A NEW STRATEGY FOR LEARNING DISABILITY 
FOR THE 21" CENTURY 
The 'Valuing People' )White Paper was published by the Department of Health in 
April 2001 is the first such paper concentrating on the learning disability population 
for over 30 years. Many of the issues relevant to the adult learning disability 
population highlighted in the paper have been covered to some degree in other 
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sections of this report. The paper summarised its stance on services for the learning 
disabled population with the following statement: 
"People with learning disabilities are amongst the most socially 
excluded and vulnerable group in Britain today. Very few have 
jobs, live in their own homes or have real choice over who cares 
for them. Many have few ftiends outside their family and those 
paid to care for them. Their voices are rarely heard in public. 
This needs to change " (Department of Health, 200 1). 
General principles 
The published strategy is said to cover every aspect of life (British Institute of 
Learning Disabilities, 2001). It maintains four key principles. 
e LEGAL AND CIVIL RIGHTS. This highlights numerous rights in 
different aspects of life such as education, the vote, treatment by public 
services, discrimination, expression of opinion and intimate relationships. 
* INDEPENDENCE. This states that the starting assumptions should be of 
independence, with services providing the appropriate support. 
e CHOICE. This proposes that everyone has the right to have choice, 
information and to have the support to make the choices regardless of their 
level of disability. 
9 INCLUSION. This draws attention to the person's need to be part of the 
mainstream and be fully included in their local community. 
One of the priorities stated is the development of services for people with severe 
disabilities and complex needs. 
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Objectives 
The objectives reflect the person-centred approach, which is central to the 'Valuing 
People'. 
1) Maximising opponunities for disabled children 
2) The transition into adulthood 
3) Enabling people to have more control over their own lives 
4) Supporting carers 
5) Good access to health care 
6) A voice in where and how they live 
7) To live full and purposeful lives in the community 
8) Moving into employment 
9) High quality, evidence-based, and continuously improving services 
10) Promote better understanding and training in the supporting workforce 
11) Emphasis on partnership working. 
'Valuing People' and people with a profound learning disability and high support 
needs 
The White Paper and its key principles equally apply to this population as to any other 
person with a learning disability. However, some people who work in this specialist 
area feel that the initiatives set out by the paper will only benefit these individuals by 
an increase in the consideration given to issues confronted by people with a profound 
learning disability and high support needs and their carers, (Profound Multiple 
Learning Disability Network, 200 1). This network has raised concerns that the White 
Paper did not identify people with a profound learning disability and high support 
needs difficulties as the most excluded people in our society (European Disability 
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Forum, 2000), and did not highlight them as a priority group or make specific 
objectives for this population (Profound Multiple Learning Disability Network, 2001). 
In response to 'Valuing People' and its emphasis on choice, many felt that the 
assumptions that everyone can make choices given the opportunity was true (Mental 
Health Foundation, 2000), but that the paper was misleading about the complexity of 
communication in this population. An emphasis needs to be placed on the 
development of communication expertise with people who have a profound learning 
disability and high support needs (Edge, 200 1). 
Relevance to this research 
The transaction between policy and the normalisation principle is very prominent, 
from the Human Rights influence on the normalisation to the impact of O'Brien's five 
accomplishments in 'Valuing People'. 
However, though the principles of nonnalisation are central issues in present day 
policy, funding often means that the reality is that services continue to be resource- 
led, an approach that is rarely cohesive with the nonnalisation principles (Merrylees 
& Gates, 1997). This results in a chasm between the policy and service providers' 
aims and the experience of service users. This difference means that important, but 
more difficult issues such as choice and the commitment to supporting relationships 
can be neglected in favour of less challenging or less expensive options. 
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This research hopes to be able to recommend a time and cost effective manner to 
evaluate the relationship choices of people with a profound learning disability and 
high support needs within a person-centred planning approach. 
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PERSON-CENTRIED PLANNING (PCP) 
Person-centred Planning (PCP) is a faimily of approaches rooted in a philosophy of 
shared power and self-determination for the person with a disability. It recognises that 
all people can benefit from community integration and have attributes that will benefit 
the community (Everson, 1996; Kinsella, 1993). PCP also has its foundations in 
O'Brien's five principles for service provision. PCP is a collective term that refers to 
a variety of approaches that involves learning about the person and what their wishes 
and choices might be (O'Brien, 1987). No one technique has been developed to be a 
panacea for all situations (Kinsella, 2000). 
The emphasis is placed on what is important from the individual's perspective. 
Determining preferences is an integral part of this process. (Miner & Bales, 1997; 
Sanderson, 1998) This includes a person's real interests being represented, not just 
what is considered in their best interest (Atkinson, 1999). PCP is a process of 
continual listening and learning, focussing on what is important to someone now, and 
acting on this in alliance with family and friends. It can be used to redress the balance 
of power for people with disabilities (Kinsella, 2000; Sanderson, 2000), not least 
because of its emphasis on fitting services into people's lives rather than people's 
lives into services. PCP is considered applicable to all levels of disability. 
The central foci include expressing preferences and making choices, and having 
satisfying social relationships. For less profoundly disabled individuals this means 
getting involved as a self-advocate, or entrusting the process to family members or a 
friend. In its less complicated form the person is consulted throughout the process, 
chooses who is involved, and chooses the setting and time of meetings (Sanderson, 
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2000). If a person is unable to do this, as in the case of individuals with a profound 
learning disability and high support needs, they have to rely on staff and family 
members (Kincaid, 1996). This group of staff members and family members chosen 
by the staff is called a 'circle of friends', and they work together to try and meet the 
individual's needs and preferences. As previous literature has been unable to confirm 
or oppose the use of staff opinion, it seems dubious to continue to use their choice of 
people to represent the individual with a profound learning disability and high support 
needs, as if they would be the people the individual would choose himself or herself, 
without confirmation of the individual's preference. 
Support for PCP is increasing all the time (Browder, Bambara & Belflore, 1997; 
Holbum, 1997; Mount, 1994; Parley, 2001) and it is fundamental to government 
policy as set out in the White Paper 'Valuing People' (Iles, 2003). However, there 
has been some suggestion that the preferences identified on behalf of people with a 
profound learning disability and high support needs are not always supported by 
behavioural observations of preferences. It has been suggested that the PCP process 
should be supported by systematic and embedded preference testing (Reid, Everson & 
Green, 1999). These two techniques have support for their reliability within this 
population and are congruent with the principles of self-detennination. and 
empowennent. 
Shift in provider perspective 
PCP is a completely different way of working to the present paradigm because of its 
emphasis, not only on the inclusion of the service user, but placing the service user at 
the centre of the process with the power of self-determination. This change indicates 
33 
a need for staff and service providers to modify their values and attitudes substantially 
before PCP can be effective (Iles, 2003; Sanderson, Kennedy, Ritchie & Goodwin, 
1997). 
A slow yet significant shift from the present 'developmental model' and its emphasis 
on independence and skill acquisition is being seen. The developmental paradigm has 
resulted in people with a profound learning disability and high support needs only 
progressing slowly, if at all (Seed, 1988). The emerging model has been called the 
6support model', which highlights interdependence, support of relationship-building 
in the local community and the opportunity for people to direct their own lives (Jones, 
1993). This is a commitment that could benefit people with a profound learning 
disability and high support needs considerably. 
Potential dangers have been highlighted by the supporters of PCP, particularly in 
regards to the necessity to surpassing the 'fad' belief (Kinsella, 2000). Due to the 
nature of service provision and the constant shifts in emphasis and political changes, 
staff and providers perceive that they are frequently asked to change their approach 
towards the individuals for whom they provide support. This has developed a belief 
that each new approach will be replaced in the near future, so no real commitment is 
made and belief or culture-shifts do not occur. Instead, providers tend to set 
behavioural. targets and aims, to 'be seen to be doing the right thing' (Kinsella, 2000). 
In reference to PCP, this dernotivating culture is exacerbated by the perception that 
PCP requires a huge amount of time and commitment from family and service 
providers, so it is not readily embraced (Everson, 1996). 
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For PCP to be adopted whole-heartedly, service providers need to enable their staff to 
be creative in planning care (Parley, 2001). Staff must be confident in their problem- 
solving abilities and need to be flexible and responsive (Sanderson, 2000). PCP 
requires an emphasis on the individual's strengths, and an aptitude to work in 
partnership with the client, their family and fiiends (Wertheimer, 1996). 
Summary 
PCP is a collective term that refers to a family of approaches that involves learning 
about the person and what their wishes and choices might be and allowing self- 
determination (O'Brien, 1987). PCP is a completely different way of working to the 
present paradigm. This indicates a need for staff and service providers to modify their 
values and attitudes before PCP can be effective (Sanderson et al, 1997). 
The central foci include expressing preferences and making choices, and having 
satisfying social relationships. Determining preferences is an integral part of this 
process. (Miner & Bales, 1997; Sanderson, 1998). Support for PCP is increasing all 
the time (Browder, Bambara & Belfiore, 1997; Holbum, 1997; Mount, 1994; Parley, 
2001) and it is fundamental to government policy as set out in the White Paper 
'Valuing People'. 
However, there has been some suggestion that the preferences identified on behalf of 
people with a profound learning disability and high support needs are not always 
supported by behavioural observations of preferences. It has been suggested that the 
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PCP process should be supported by systematic and embedded preference testing 
(Reid et al, 1999). 
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PSYCHOLOGICAL LITERATURE 
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PREFERENCE IN PEOPLE WITH PROFOUND LEARNING DISABILITY 
AND HIGH SUPPORT NEEDS 
The opportunity for choice-making is a valued and intricate part of life that enhances 
autonomy, self-perception, dignity and self-worth, all of which are essential to an 
individual's quality of life (Caltennole, Jahoda & Markova, 1990; Felce, 1986; Green 
et al, 1988; Guess, Benson & Siegal-Causey, 1985). It is also a central issue in the 
normalisation process (Fisher & Mazur, 1997) and a powerful motivator (Brown & 
Gothelf, 1996). 
The prevalence of communication difficulties in this population does not imply that 
people with a profound learning disability and high support needs have aspirations 
that are any different from that of others. The challenge is to understand how they 
would like their lives to be (Wertheimer, 1996). This includes the recognition that 
everyone has unique and distinct preferences (Mithaug & Mar, 1980). Therefore, 
the development of communication is in partnership with self-determination 
(Williams, 1989). 
The importance of choice has been underlined in a number of policies such as 
'Building Expectation' (Mental Health Foundation, 1996). Determining preferences 
is also an integral step in the person-centred planning central to the 'Valuing People' 
White Paper (Everson & Reid, 1997; Miner & Bates, 1997). 
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This section now deals with the psychological aspects of making choice because it is a 
significant element in the expression of preference in this population. 
Definition 
A number of definitions have been presented for both choice-making and preferences. 
These definitions can be general such as the suggestion of Sherin and Klein (1984) 
that choice was: 
"The act of an individual's selection of a preferred alternative 
ftom among severalfamiliar options " 
And Webster's New Collegiate Dictionary (198 1) defining preference as: 
"The power or opportunity ofchoosing " 
Alternatively, definitions may have an operational slant directly related to a particular 
piece of research, such as Parson and Reid (1990) 
"An individual picking up and consuming the item within 10 
seconds ofpresentation " 
For the purpose of this research, the definition of preference is based on Sherin and 
Klein (1984). Preference is the selection of one alternative from among several other 
familiar options. This can be indicated in a number of ways. For people in this study, 
it will be indicated by the comparative number and amount of indications of 
(un)happiness during observations and systematic preference testing. 
What is choice? 
Choice-making, or the expression of preference, is a complex multifactorial concept 
involving a number of assumptions, premises and skills. It is not a skill that is 
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suddenly acquired but built up through years of practice and guidance in child and 
adulthood (Morgan, 1999). 
Choice and decision-making involves: 
e An awareness that choice is possible and available. 
e Some understanding of what choice means. 
9 An availability of options. 
Some understanding of the options available. The options need to be 
within the memory and experience of the individual (Wilson, 1992). 
Some power to take action and make choice, and a means of expressing 
that choice. 
o Some understanding of the consequences of the choice. 
* Some appreciation of the impact of the choice on others, and financial 
constraints. 
e Some capacity to evaluate one's decisions. 
9 An ability to take responsibilities for actions. 
(Blunden, 1994; Ferris Taylor, 1997; Guess et al 1985) 
Some may argue that this is an academic and idealised view that does not resemble 
day-to-day decisions displayed by people (Harris, 2000). 
Models of choice-making 
There are two main types of models of choice-making, normative and descriptive 
models. 
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Normative models describe the decision-making process in idealised settings in 
regards to optimising the achievement of the goal (Jenkinson, 1993). Examples of 
Normative models include: 
a The 'Expected Utility' model. This gives a value to each option, dependi g 
on probability of the outcome and the desirability of the outcome. 
9 The 'Multi-attribute Utility' model. WWch uses the basis of the expected 
utility model , but breaks each option into elements. Each element (e. g. 
roughness of handling, pace of instruction, friendliness) is rated for the options 
available and then summed to identify the most appealing option. 
These models provide a good starting point for the representation of the choice- 
making process. However, they do not account for internal and external influences 
(Harris, 2000), such as moral commitment, self-esteem (Josephs, Larrick, Steele & 
Nisbett, 1992), affect (Mellers, Schwartz & Cooke, 1998) and social factors (Baron, 
1994). In an attempt to incorporate these factors, descriptive models have emerges, 
such as the 'Prospect Theory' (Kahneman & Twersky, 1979) which use the utility 
models as a basis then build in the distortion of probability caused by subjective 
experience and other human phenomena such as loss aversion and the sunk cost 
effect. 
Literature highlights that choice-making is an error prone process (Reisberg, 1997) 
but also discriminates between real world decision making and laboratory decision- 
making, suggesting that decision-making skills are developed for and in the real world 
and may become maladaptive in a controlled and false environment (Oakesford, 
1997). This issue may be particularly relevant in a population who may have a 
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general difficulty generalising a skill, such as people with a profound learning 
disability. 
Choice andprofound learning disability and high support needs 
There is only a relatively small body of literature on choice-making in this population 
(Morgan, 1999). Researchers have suggested that people with a profound learning 
disability and high support needs get even less opportunity to express choice than 
people with mild or moderate learning difficulties (Kishi, Teelucksing, Zollers, Parke- 
Lee & Meyer, 1988). Their lives have been described as a restrictive existence 
waiting for things to happen to them (Mental Health Foundation, 1996a). 
This literature is particularly disturbing when it is considered that the availability of 
choice is the most important factor in a person's perception of the quality of their life 
(Caltermole et al, 1990). This is because of the personal autonomy and dignity it 
grants, and the benefit seen in the perception of self worth and independence (Guess 
et al, 1985, Houghton et al, 1987). 
All people seem to be capable of making meaningful choices at some level (McNally, 
1997). However, for some people these choices may need to be limited to concrete 
objects (Kennedy & Haring, 1993) in the immediate environment (Jenkinson, 1993), 
particularly if communication training has not taken place. 
Additionally, it may be that some people with a profound learning disability and high 
support needs may not have a wide experience of choice-making and may need 
training (Pumpian, 1996) and practice to be able to use their ability appropriately. 
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It is important to recognise that training and self-determination, can be especially 
difficult to implement in this population, not least because of the challenge of 
interpretation. 
Service provider's role 
Service providers play a crucial role in the support or inhibition of choice-making 
(People First, 1993). The ability of a person with a profound learning disability and 
high support needs to express choice and be self-determining is dependent on a 
number of factors. This includes the beliefs and attitude of staff, as mentioned when 
discussing communication in this population. Staff members also need to be willing 
to look for imaginative ways to encourage choice, and give a range of opportw-lities 
and experiences in the home environment (McConkey, 1998). Self-determination 
requires the staff to listen to the individual, interpret the communication correctly, and 
a willingness to comply with the request. (Chadsey-Rush, Drasgow, Reinoehl & 
Nalle, 1993). 
Staff need to be able to support choice, without pre-empting the needs of the person 
(Halle, Baer & Spradlin, 198 1) and allowing the person to make mistakes. Literature 
on accepting the validity of choices made by a person with profound learning 
disabilities varies in its interpretation. Some authors believe that staff need to accept 
and support choices perceived as 'bad' (Campaign for the mentally handicapped, 
1987; Tilstone & Barry, 1998; Wilson, 1992), tolerating a certain amount of risk that 
is often incorporated in choice-making. Others believe that the dangers of 
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overzealous support of choice needs to be recognised (Flynn, 1999) and that skilled 
review can enable the person to adjust their choice (Brown, Bayer & Brown, 1992). 
Regardless of opinions on the validity of 'bad' choices, there is complete support of 
self-determination in the profound learning disability and high support needs 
population. However, "without an effective process to enable understanding of 
preference and choices the notion of participation and inclusion remains empty 
rhetoric" (Smith, 2001). 
Summary 
The opportunity for choice-making is a valued and intricate part of life (Houghton et 
al, 1987), and is also a central issue in the normalisation process (Fisher & Mazur, 
1997) and in the governmental White Paper 'Valuing People'. For the purpose of this 
research, the defmition of preference is 'the selection of one alternative from among 
several other familiar options'. Operationally, this will be indicated by the 
comparative number and amount of (un)happiness indices during observations and 
approach/withdrawal behaviour during systematic preference testing. 
Choice-making, or the expression of preference, is a complex multifactoral concept 
involving a number of assumptions, premises and skills. It is not a skill that is 
suddenly acquired but built up through years of practice and guidance in child and 
adulthood (Morgan, 1999). 
All people seem to be capable of making meaningful choices at some level (McNally, 
1997). The prevalence of communication difficulties in the profound leaming 
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disability and high support needs population does not imply that they have aspirations 
that are any different from that of others. The challenge is to understand how they 
would like their lives to be (Wertheimer, 1996). Service providers play a crucial role 
is this process. 
Aspirations to promote choice are damaged by the use of inappropriate methods for 
helping people make and express their choices and an absence of applied research to 
guide practice (Harris, 2003). 
This research hopes to supply some guidance for service providers in how to aid 
choice and self-detennination in their day-to-day relationships. 
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RELATIONSHIPS 
A relationship can be defined as 'dealings and feelings between people' (Makins, 
Adams, McGinley, Summer, Scott, Hendrie, Carrick & Clenaghan, 1994). 
Human beings are naturally social animals and seek out attachment to others. These 
attachments can range from intimate relationships that help people anchor their lives 
to people who are paid to be in a person's life (Weiss, 1979; Wilson & Newton, 
1996). Naturally, humans create and craft these attachments during everyday life in 
their different social roles (Kings Fund, 1982). Individuals have very idiosyncratic 
needs from the relationships they craft. Some are partial to close knit fhendship 
groups, while others prefer a wider circle of fiiends. 
Close attachments, such as friendships, serve a number of functions and are a major 
contributor to the quality of a person's life (Firth & Rapley, 1990) and psychological 
well-being (Reiss & Benson, 1985). These relationships give a feeling of acceptance 
and belonging (Neville, 1998) and provide companionship, security and intimacy. 
They also help develop and sustain a sense of identity and self-esteem through the 
reactions of those who know the person well (Firth & Rapley, 1990) and allow self- 
actualisation (Neville, 1998). Bayley (1997) suggests that friendships also enable a 
person to be nurturing and cultivate the ability to give. Social support has also been 
implicated in the protection against depression and mental illness and is related to 
good physical health (Amado, 1993). 
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If the ability or opportunity to develop these closer attachments is not available, it can 
be very incapacitating. Lives can feel barren and disconnected (Neville, 1998) and 
self-doubt, despair and hopelessness can emerge. 
Relationships in the profound learning disability and high support needs 
population 
Research into relationships and friendship patterns in people with a profound learning 
disability and high support needs has received a focus fairly recently due to the 
concentration on quality of life of individuals in this population. This research has 
highlighted the importance of relationships for this population and the limitations that 
have been observed (Ouvry, 1998). 
There is no reason to suggest that people with a profound learning disability and high 
support needs have relationship needs that significantly differ from that of the rest of 
the population. This includes the same range of preference for different relationships 
patterns (Ouvry, 1998). Similar to the rest of the population, people with a profound 
learning disability and high support needs need time to form relationships (Smith, 
2001). The change from acquaintance to friend is very subtle, but can have a 
profound effect on quality of life (Neville, 1998). 
However, some research (Lacey, 1996) suggests that people with a profound learning 
disability and high support needs have many acquaintances but very few, if any, close 
friendships. People with a profound learning disability and high support needs are 
often excluded from the opportunity to make and sustain strong bonds (Neville, 
1998). This may be due to family and services trying to predict potential hurt and 
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protect the individual from the hurt of losing friends, but also precludes them from 
any of the essential advantages. 
Alternatively, some research has proposed that individuals have experienced 
numerous rejections in life, and so relationships are perceived as painful and therefore 
avoided (Neville, 1998). Whatever the reason, some people's lives can be so devoid 
of personal attachment that even trying to convey the concept of friendship can be 
incredibly difficult (Neville, 1998). This void of close relationships can often cause 
paid people to be considered friends by people with a profound learning disability and 
high support needs (Bayley, 1997). When the high turn over of staff is considered, it 
is no wonder that some people may renounce any possibility of close attachment. 
Implicationsfor services 
The design of services has had a substantial role in creating the bleak social network 
of some people with a profound learning disability and high support needs. Yet many 
researchers have noted that services can be planned to sustain friendships and support 
the development of new relationships (Mason, 1990; Schwartz, 1992). 
If a person is unable to seek and sustain the attachment themselves, in view of the 
importance of relationships, the onus is on the service to provide support. In the first 
instance, services need to respect the bonds that have been made. Services need to 
have the basic awareness of the potential for relationships and provide practical 
support to enable continuing relationships (e. g. transport). This includes the need to 
recruit staff who can facilitate friendship, given the appropriate training. 
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Additionally, services should encourage participation in shared interests, and support 
befriending schemes and the use of circles of support (Wertheimer, 1995). 
Aside from developing friendships away from paid staff members, it is important to 
consider the effect of people's relationships with the staff. People with a profound 
learning disability and high support needs are accompanied by carers for a large 
portion of each day, because of their level of functioning and their need for help in all 
self-care aspects of life. De Kock, Felce, Saxby & Thomas (1985) identified that the 
social contact of people with a profound learning disability and high support needs 
were almost completely limited to immediate family or staff. Yet there seems to be 
little recognition that this time may be an equally important arena for choice and 
preference as time spent in recreational activities. In everyday life, we all put great 
importance in our ability to make choices, about what we do, when we do it or with 
whom we do it. The important choice of deciding with whom activities are done, 
seems to get little attention in the profound learning disability and high support needs 
population beyond the recognition that non-staff would be preferable for 
psychological well being. 
Summary 
Developing and sustaining relationships is an important part of social functioning and 
is essential to psychological well-being. Life without close bonds can be very 
incapacitating. People with a profound learning disability and high support needs 
have the same need for these close attachments, yet research suggests that they tend to 
have a large number of acquaintances and few, if anY, close attachments. What 
friendships they do form tend to be with paid staff. The onus is on services to provide 
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the opportunity to create new friendships and support the continuation of any 
attachments. 
Taking into consideration the amount of time spent with carers and the tendency to 
rely on care staff for friendships, it is surprising that more research has not been 
completed regarding individual's staff preferences. 
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TECHNIQUES 
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TECHNIQUES OF TESTING PREFERENCE 
Three main techniques are regularly used in research to identify preference and 
promote personal-expression; systematic preference testing, the use of staff/carer 
opinion, and embedded preference testing. All three techniques are incorporated into 
the present research's design and so will be explored in full. 
9 Systematic preference testIng is the presentation of the target stimuli (e. g. 
foodstuff or activity) in an organised fashion, which allows the individual to 
behaviourally indicate their preference. It can be completed using a variety of 
formats, stimuli, iconicity and response criteria. 
* Embedded preference testing involves observation of the person engaging 
with the stimuli in their day-to-day environment, observing their response to 
the stimuli and correlating it with the results of the systematic preference 
testing. 
9 Staff/carer opinion is when a member of staff who believes they know the 
person well, predicts a person's preference on their behalf 
Systematic preference testing (Green et al, 1988) 
Systematic preference testing has been used in behavioural research for a number of 
years and has received a considerable amount of attention in the last twenty years, 
particularly in reference to working with people with a profound learning disability 
and high support needs. This is because of their limited ability to communicate 
preference in a more conventional fashion. The increased interest in this technology 
has emerged alongside an emphasis on the rights of the individual to make choices 
about their own lives (Smith, Iwata & Shore, 1995). 
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This technique has been traditionally used to identify reinforcers for training and skill 
acquisition (Green et al, 1988), important in the Developmental Model because of its 
emphasis on learning new life skills. However, more recently there have been 
numerous calls by researchers to have preference testing in research used to enhance 
the quality of life of individuals rather than the identification of reinforcers for skill 
acquisition (Green, Reid, Canipe & Gardener, 199 1). There have been few studies 
that have attempted to meet this call. 
The main formats of systematic preference testing used in research have been the 
sequential presentation of single stimuli, a forced choice between two stimuli 
presented concurrently, and the presentation of a number of stimuli concurrently with 
or without replacement of an item once selected. Researchers have identified some 
preferred formats out of the possibilities. These have highlighted the importance of a 
forced choice procedure (Fisher, Piazza, Bowman, Hagopian, Owen & Slevin, 1992: 
Windsor, Piche & Locke, 1994) because the results seem to be more stable over time 
(DeLeon, lwata, Cannes & Wallace, 1999; Hagopian, Rush, Lewin & Long, 2001) 
and because this format produces a preference hierarchy (Piazza, Fisher, Hagopian, 
Bowman & Toole, 1996). However, it is noted that two stimuli presentations do take 
longer to administer (DeLeon & lwata, 1996; Roane, Vollmer, Ringdahl & Marcus, 
1998). 
Research has also been able to define preference behaviour so it can be readily 
observed (Dyer, 1987; Reid et al 1999; Sigafoos, 1999) and has established avoidance 
behaviour (Foxx, Faw, Taylor. Davis & Fulia, 1993; Piazza et al, 1996) and the 
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importance of latency of the first response during systematic preference testing 
(DeLeon et al, 1999; Derby, Wacker, Andelman, Berg, Drew, Asmus, Prouty & 
Laffey, 1995). 
There is a strong body of evidence in favour of the reliability of systematic preference 
testing for people with a profound learning disability and high support needs. The 
majority of the population are considered able to express preference in this form, 
given the appropriate opportunity. 
However, though the studies applied to this population are numerous, they all seem to 
utilise activities, toys or foodstuff as stimuli in the systematic preference testing 
(Fisher et al, 1992; Northup, George, Jones, Broussand & Vollmer, 1996; Pace, 
Ivancic, Edwards, lwata & Page. 1985; Piazza et al, 1996). This trend is ignoring the 
calls to widen the application of this behaviour analysis technique to issues 
surrounding the quality of an individual's life (Meyer & Evans, 1993). One such 
issue of paramount importance is the relationships developed in everyday life. 
Though this study acknowledges the importance of recreational activities and choice 
over food in an individual's quality of life, it intends to attempt to bring systematic 
preference testing into the realms of testing the more abstract, and equally important 
concepts of person preference. 
Embeddedpreference tesfing 
Embedded Preference testing is a technique that has developed out of a number of 
studies which compared the results of systematic preference testing to more 
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naturalistic observations to ensure face validity (Green, Middleton & Gardner, 2000; 
Green & Reid, 1999; Green, Reid, Canipe & Gardner 1991; Green, Reid, Perkins & 
Gardner, 1991; ). The face validity has been supported in these studies. 
Following these results, it was hypothesised that the more natural observations 
themselves could be used to identify preference in a process that was more likely to 
lend itself to generalisation and required less time and disturbance to accomplish 
(Green et al, 2000). 
The person's response and (un)happiness to a stimuli or situation has traditionally 
been identified through self-report (Chadsey-Rusch et al, 1992; Felce & Perry, 1995). 
However, this is not always possible, as in the case of severe and profound learning 
disabilities with communication difficulties (Favel, Realon & Sutton, 1996). 
Indices of (un) happiness (Green et al, 1996) have emerged from the use of 
embedded preference testing with this population. This has been a fonn of defining 
the person's response to the stimuli by observing vocalisations, facial expressions and 
bodily movement; nonverbal communications shown to reliably indicate happiness 
and unhappiness (Hogg, 1998, Realon, Favell & Phillips, 1989). It is still frequently 
used alongside systematic preference testing. 
The behaviours used to identify happiness in the original study were chosen because 
they were observable behaviours normally associated with subjective feelings of (un) 
happiness, would have reasonable face validity, and were simple and applicable 
across situations. 
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Happiness was defined as 'any facial expression or vocalisation typically considered 
an indicator of happiness among people without disabilities including smiling, 
laughing, and yelling while smiling'. Unhappiness was defined as 'any facial 
expression or vocalisation typically considered an indicator of unhappiness among 
people without disabilities includingfrowning, grimacing, crying and yelling without 
smiling'. The indices definitions have been validated in a number of studies that 
followed (Favell et al, 1996; Green, Gardner & Reid, 1997; Green & Ried, 1996, 
1999). 
A word of caution has been added to all these studies regarding the interpretation of a 
private event such as happiness using behavioural analysis (1vancic, Barratt, Simonow 
& Kimberly, 1997; Kennedy & Souza, 1995) and consideration of whether the 
observations are a true representation of the internal reality of the individual. 
Particular note has been given to the possibility of social control or appeasement, 
though it is often thought that people with a profound learning disability and high 
support needs are less susceptible to these more subtle social expectations (Green & 
Reid, 1996). 
Again, the main criticism of these studies has been its very limited use with more 
1k abstract issues in the quality of life of an individual, even though the procedure itself 
lends itself more readily to these concerns. Felce & Perry (1995) noted that the 
indices of (un)happiness needed to be validated in the evaluation of friendship. 
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As part of their study, Favell et al. (1996) videotaped one thirty year old man who was 
perceived to enjoy social interaction during part of an afternoon rest period. The 
measurements included a 5-minute baseline and thirty I-minute interactions with 
three different members of staff whom the individual had known for varying amounts 
of time. The results indicated that differential happiness was shown to the different 
staff depending on the participant's history with the staff member. 
This study presented a promising result but had only used one participant for this 
section of the study and had pre-selected the staff, based on the amount of previous 
contact with the participant. The results of this study need validating on a larger 
sample. Additionally, for practical application, it needs to be completed with general 
staff members to ensure that the happiness indices observed are not in fact an 
indication of familiarity. 
For this study, the embedded preference testing using the indices of happiness will be 
used to validate the systematic preference testing. This test of face validity is felt 
necessary because of the abstract nature of the stimuli used that has not been 
previously validated in the literature. The embedded preference testing will also be 
examined as a person preference indicator in its own right with a larger sample using 
staff members who are self-selected. 
Previous literature suggests that a combination of systematic and embedded 
preference testing is the most reliable form of assessment (Lohrmann-O'Rourke & 
Browder, 1998). This is suggested because research is yet to determine whether 
different choices are expressed in experimental and natural settings. Therefore, 
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certain formats of systematic preference testing seem to have given the most reliable 
results over time but need validating in the context of daily routines to avoid 
difficulties with generalisation (Lohrmann-O'Rourke & Browder, 1998). 
Staff opinion ofpreferences 
The communication difficulties previously highlighted, regardless of the difficulties 
with interpretation (Wacker, Berg, Wiggins, Muldoon & Cavanaugh, 1985), have led 
to services frequently relying on their staff to predict the preferences of people with a 
profound learning disability and high support needs. There has been some research 
on the validity of using staff opinion to represent the preferences of the individuals 
with a profound learning disability and high support needs (Fisher, Piazza, Berman & 
Arnari, 1996; Foxx et al, 1993; Ivancic et al, 1997; Newton & Homer, 1993; Windsor 
et al, 1994). The findings have been inconclusive, resulting in the continuation of 
using staff opinion in many situations where it may not be appropriate, because this 
method is viewed as the most time and resource effective way of collecting 
information about preference in people with a profound learning disability and high 
support needs. 
This seems to be a difficulty that is transcending the present change of culture, with 
the people chosen to represent the individual with a profound learning disability and 
high support needs in the Person Centred Planning procedures often being identified 
by carers because of the person's communication difficulties and the ease of access to 
this information. As previous literature has been unable to confirm or oppose the use 
of staff opinion, it seems dubious to continue to use their choice of people to represent 
the individual with a profound learning disability and high support needs, as if they 
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would be the people the individual would choose themselves, without confirmation of 
the individual's preference. 
This study hopes to identify whether staff opinion can be relied upon when referring 
to person preference and to identify alternative methods of assessing person 
preference if staff opinion is in question. 
Summary and relevance to this research 
There have been three techniques reviewed that may be useful in the assessment of 
person preference in people with a profound learning disability and high support 
needs 
Systematic preference testing has been recommended because of its reliability but is 
considered a time consuming method with difficulties about the generalisation of the 
results outside the experimental environment in which it is conducted. This method 
has not been utilised to assess preference for people in the individual's life. 
Embedded preference testing was originally used to validate the results of systematic 
preference testing but has become a method in its own right tackling the concerns 
over time constraints and generalisability but is yet to be proven to be reliable across 
time and environment. There has been one study published that has used this method 
to assess person preference but this was with only one participant using three 
members of staff with whom the individual had varying familiarisation with rather 
than a group of day-to-day staff members. 
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A method frequently relied on to identify an individual's preference is staff opinion. 
To date, the literature has investigated the staff opinion method concerning an 
individual's relationship with other clients in the same home. However, the method 
has not been used to assess preference for staff, the people with whom the individual 
has the most contact with on a day-to-day basis. The results of studies on the 
reliability of proximity methods such as staff opinion are mixed. This study aims to 
clarify the usefulness of this method of preference testing. 
60 
AIMS AND HYPOTHESES 
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AIMS 
Literature and policy has highlighted the importance of self-determination and 
relationships in the lives of people with a profound learning disability and high 
support needs. There has been a large amount of research on choice in this population 
and ways to identify preference. However, these studies tend to utilise food and 
activity as the objects of preference and not equally relevant issues in the person's 
quality of life such as relationships. One study has looked at the participant's 
preference for members of staff using embedded preference testing but has a number 
of limitations. 
This research proposes: 
* To explore whether a person with a profound learning disability and high 
support needs can reliably communicate a person preference when 
photographs of staff are shown in a systematic preference testing 
environinent. 
To explore if the person preference stated during systematic preference 
testing is replicated in an embedded situation. 
e To explore whether members of staff can reliably identify the person 
preference of individuals with a profound learning disability and high 
support needs. 
These aims will provide useful information for the application and development of 
behavioural analysis within person-centred planning and the I support model'. This 
has particular relevance to choice- making and self-determination in relationships and 
staff selection for tasks with individuals. 
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This is achieved by exploring the relationship between different measures of person 
preference in people with a profound learning disability and high support needs. 
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HYPOTHESES 
Experimental Hypotheses 
HI) People with a profound learning disability and high support needs will 
communicate a preference for particular staff members that will be reliable over a 
one -week period. (Test-retest reliability) 
142) There will be a relationship between the preferences indicated by people with a 
profound learning disability and high support needs using systematic preference 
testing, embedded preference observations and staff opinion of preference. 
Null Hypotheses 
Hlo - People with a profound learning disability and high support needs will not 
communicate a preference for particular staff members that will be reliable over aa 
one -week period. 
H2o - There will be no relationship between the preferences indicated 
by people with 
a profound learning disability and high support needs using systematic preference 
testing, embedded preference observations and staff opinion of preference. 
64 
METHODOLOGY 
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The aims of the study were to: 
* Explore whether this population can reliably communicate a person 
preference when photographs of staff are shown in a systematic 
preference testing enviromnent. 
Discover if the person preference stated during systematic 
preference testing is replicated in an embedded situation. 
Explore whether members of staff can reliably identify the person 
preference of individuals in this population. 
DESIGN 
A repeated measures correlational design was adapted. A preference test 
procedure was conducted on two occasions with a single group of participants, 
each testing session separated by one weeks. Concurrently, data were collected 
for each participant on preferences as perceived by a member of staff. Following 
the test procedure, behavioural observations of each participant interacting with 
staff were made as determined by a systematic time sampling protocol. In this 
way three perspectives were used to explore the validity of methods of 
establishing preferences amongst people with profound learning disabilities and 
high support needs. 
PARTICIPANTS, SELECTION AND SETTING 
The participants were drawn from a sample of residential homes and daycentres 
for people with learning disabilities in South Humberside and the Hull and East 
Riding area. Participants with severe and profound learning disability were 
identified by their level of functioning and need for support. 
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Participation 
There were a total of twenty homes and daycentres approached that accommodate 
people with profound learning disabilities. Eight of these were willing to 
participate in the research, two of these homes were excluded because the people 
living in the home were too able to fit a profound learning disability with high 
support needs criterion. Therefore, the sample was drawn from four homes and 
two daycentres with a potential of fifty-eight participants. Inclusion was based on 
the following: 
o being in the stated age range, 
9 being within the stated geographical region, 
* being a person with severe and profound learning disabilities based on the 
person's ability to function on a daily basis, 
e being a person with communication difficulties. 
People with visual impairments that could not be corrected with visual aids were 
excluded because of the use of photographs to represent staff in the systematic 
preferenee testing. 
A responsible staff member was approached to support the process of consent. 
Initial consent was given for thirty-one of these people; exclusions were due to 
eye-sight problems, concerns that involvement would upset the person, feelings 
that the person would not benefit from involvement in the study, or the person 
was asleep on the majority of visits to the home. Eight people were excluded 
from the day centres because the home in which they lived had already refused to 
be involved in the study. 
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Of the thirty one people who staff gave initial consent, fourteen were withdrawn. 
One was withdrawn due to staff concern about the effects of data collection on the 
person, two people became very ill during the data collection phase. For one 
person too little data was collected for any analysis to take place and eleven 
people showed behaviour that was interpreted as non-consent. Therefore, 
seventeen people were involved in the study, providing eleven full sets of data and 
six partial sets of data. Partial sets of data were due to people who did not wish to 
take part in the second systematic preference testing, or when staff were unable to 
make themselves available for observations in the embedded preference testing. 
Figure (1) The Number of Participants 
number of 
participants 
0 potential participants 
0 initial consents 
0 number of participants 
For each participant, between eight and twelve members of staff were approached 
to be involved in the study. Many staff were unwilling to take part because they 
did not like to have their photograph taken; others felt uncomfortable with the 
idea of being observed with the person they cared for. This difficulty was 
compounded by absence levels in staff who had agreed to be involved. This 
meant that as little as three members of staff were used to distinguish preference 
in some of the participants. 
Participants' demographics 
Seventeen people were involved in the study, eleven males and six females, with 
an age ranging between twenty-six and sIxty-two. The mean age was thirty-seven 
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years of age, with the majority of participants being in their third decade. Six 
people were living at home with family, or in shared housing. Eleven people were 
living in residential care. 
Figure (2) The Age of the Participants 
NUMBER OF 
PARTICIPANTS 
TABLE (1) The Basic Demographics of the Participants' 
KEY 
Home 1,2,6 &7 were residential homes Home '), 4&5 were daycentres 
WITHDRAWN PARTICIPANT HOME AGE DISABILITY 
1 1 26 PROFOUND LEARNING DISABILITY, 
EPILEPSY, MOBILITY DIFFICULTIES 
AND DIGESTIVE PROBLEMS 
2 1 29 PROFOUND LEARNING DISABILITY, 
EPILEPSY AND MENTAL HEALTH 
PROBLEMS 
3 1 33) PROFOUND LEARNING DISABILITY, 
PHYSICAL DIFFICULTIES AND 
'CHALLENGING BEHAVIOUR' 
BY STAFF 4 1 49 PROFOUND LEARNING DISABILITY 
EPILEPSY ANDCHALLENGING 
BEHAVIOUR' 
NON-CONSENT 5 2 33 2 PROFOUND LEARNING DISABILITY 
6 3 35 PROFOUND LEARNING DISABILITY 
AND PELIZAEUS MEZBACHER DISEASE 
AND PHYSICAL DISABILITY, NON- 
AMBULANT 
7 4 36 PROFOUND LEARNING DISABILITY 
AND PHYSICAL DISABILITY, NON- 
AMBULANT 
8 4 38 PROFOUND LEARNING DISABILITY 
AND MOBILITY DIFFICULTIES, NON- 
AMBULANT 
9 4 PZ. OFOUND LEARNING DISABILITY 
AND PHYSICAL DISABILITY, NON- 
AMBULANT 
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20-29 30-39 40-49 50-59 60-69 
AGE 
NON-CONSENT 10 5 19 PROFOUND LEARNING DISABILITY 
AND PHYSICAL DISABILITY, NON- 
AMBULANT 
11 5 29 PROFOUND LEARNING DISABILITY 
CURVATURE OF THE SPINE AND 
DIFFICULTIES WITH JAW 
12 5 39 PROFOUND LEARNING DISABILITY 
- 
AND PHYSICAL DISABILITIES, NON- 
AMBULANT 
ILLNESS 13 5 PROFOUND LEARNING DISABILITY 
NON-CONSENT 14 5 22 PROFOUND LEARNING DISABILITY 
ILLNESS 15 5 21 PROFOUND LEARNING DISABILITY 
16 6 32 PROFOUND LEARNING DISABILITY 
EPILEPSY AND PHYSICAL DISABILITý, 
NON-AMBULANT 
17 6 4 33 PROFOUND LEARNING DISABILITY, 
EPILEPSY, RENAL FAILURE AND SELF 
INJURY 
18 6 46 PROFOUND LEARNING DISABILITY, 
MEMORY DIFFICULTIES, EPILEPSY, HIP 
PROBLEMS, STROKE AND 
NONAMBULANT 
19 6 44 PROFOUND LEARNING DISABILITY, 
SELF INJURY AND EMOTIONAL 
DIFFICULTIES 
NON-CONSENT 20 6 45 PROFOUND LEARNING DISABILITY, 
DOWNS SYNDROME AND 
RESPIRATORY PROBLEMS 
REMOVED 21 7 54 PROFOUND LEARNING DISABILITY, 
ALZHEIMER'S DISEASE, EATING 
DIFFICULTIES AND NON-AMBULANT 
22 7 62 PROFOUND LEARNING DISABILITY 
AND NON-AMBULANT 
NON-CONSENT 23 7 27 PROFOUND LEARNING DISABILITY, 
DOWN SYNDROME AND CHALLENGING 
BEI-IAVIOUR 
24 7 38 PROFOUND LEARNING DISABILITY 
AND DEFORMITY OF RIGHT SIDE OF 
BODY, NON-AMBULANT 
NON-CONSENT 25 7 58 PROFOUND LEARNING DISABILITY, 
EPILEPSY, CHALLENGING BEHAVIOUR 
AND NON-AMBULANT 
NON-CONSENT 26 7 57 PROFOUND LEARNING DISABILITY, 
EPILEPSY, NON-AMBULANT AND 
RESPIRATORY PROBLEMS 
NON-CONSENT 27 7 633 P,. OFOUND LEARNING DISABILITY 
(MENINGITIS-INDUCED), EPILEPSY AND 
NON-CONSENT 28 7 43) PROFOUND LEARNING DISABILITY, 
PHYSICAL DISABILITY, EPILEPSY AND 
NON-AN4BULANT 
NON-CONSENT 29 7 50 PROFOUND LEARNING DISABILITY, 
EPILEPSY, PHYSICAL DISABILITY, 
MOTOR NEURON DISEASE, NON 
AMBULANT 
30 7 51 PROFOUND LEARNING DISABILITY 
AND EPILEPSY 
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31 7 58 PROFOUND LEARNING DISABILITY, 
CEREBRAL PALSY AND NON 
AMBULANT 
The study was conducted in an appropriate part of the participant's home 
environment. 
APPARATUS 
The apparatus used in this study include: 
1) 'The Kidderminster Curriculum for Children and Adults with Severe and 
Profound Learning Disability' (Jones, 1989) -A schedule designed to assess a 
number of abilities, including the communication of people with severe and 
profound learning disabilities. This was used to assess communication 
abilities and familiarise experimenter with the participants' communication 
style (see Appendix A. ). 
2) Photographs of relevant consenting members of staff were used to aid the 
establishment of preferences. 
3) A rating form was used to gather information on staff opinion of person 
preference (see Appendix B. ). 
4) Happiness Indices Observation Schedule was used to record interactions 
between participant and members of staff (see Appendix C. ). 
5) The Schedule of Recent Events (Holmes and Rahe, 1967) was used to ensure 
that no major life event has occurred during the course of the study (see 
Appendix. D. ). 
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The Kidderminster Curriculum for Children and Adults with Severe and 
Profound Learning Disability (The Kidderminster) 
The selection of assessment instruments for people with a leaming disability can 
be very difficult (Holmes, 1992) because of the lack of standardisation of 
assessments on people with a learning disability (Berger & Yule, 1987) and 
because they often do not account for intra-individual differences (Ward, 1970). 
This means that assessments used are often criterion-referenced tests (Holmes, 
1992) that assess a person's ability to function and their presenting behaviour. 
These difficulties are particularly prevalent when assessing people with a 
profound learning disability and high support needs. 
Not one of the criterion-referenced assessments applicable for this population 
meets the needs of a general communication assessment; each instrument has its 
own strengths and weakness. Therefore, a practitioner must be familiar with the 
options, decide on the most important aspects required, and choose the 
appropriate schedule (Holmes, 1992). For the purpose of this research, the 
Kidderminster was chosen because it is easy to use, its construction was based on 
social role valorisation, which is congruent with the principles of this research, 
and each section lends itself to being used independently of the remaining 
schedule. 
The Kidderminster consists of a handbook, which identifies target skills and 
provides teaching suggestions and a checklist for record keeping. It has been 
designed specifically for use with people with severe learning disabilities and 
allows for severe physical disability and additional sensory impainnents. The 
tools design is based on the Skills Analysis Model of Curriculum Development 
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(Gardner, Murphy & Crawford, 1983) and is used to test and help improve a range 
of core skills. It includes self help, gross-motor items, fme-motor items, 
socialisation and communication items, play and leisure items, and daily living 
skills. 
The Kidderminster is designed to be used flexibly to meet individual specific 
needs within an ordinary and integrated envirorument. Therefore, it is appropriate 
for only parts of the tool to be used at any one time. For the purpose of this study 
only the communication items were used to familiarise the experimenter with the 
participants' communication style during their real life activities. 
The communication section of the Kidderminster incorporates Idiosyncratic Non 
Verbal Communication, General Non Verbal Communication, Initiating 
Communication, Receptive Communication and Expressive Pre-Verbal 
Communication. 
There is no research on the reliability of the Kiddenninster and the unclear theory 
basis means evaluation of its validity is difficult (Holmes, 1992). However, it is 
noted that there were no validated alternatives. 
Photographs 
Two photographs were taken of each consenting member of staff. Once 
developed the better of the two photographs were enlarged to 9 inches x6 inches. 
The photographs were presented to the participants on 12 inches x9 inches black 
board held on a clear plastic stand. 
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Staff opinion ratingform I- 
The name of each member of staff who consented to having their photograph 
taken was put in a table. Above the table were instructions asking the person to 
rate the staff members according to their perception of participant's preference 
and how to rate equal preference. This rating form was given to the participant's 
key staff member. This form was intended to provide ranked data, which could be 
compared with the systematic preference testing and embedded preference testing 
to investigate the reliability of staff opinion of the participant's person preference. 
Happiness indices (Green and Reid, 1996) 
Indices of happiness among the severe and profound learning disability population 
are defined in ternis of discrete behaviours. 
Happiness indices are defined as any facial expression or vocalisation that is 
typically considered an indicator of happiness among people without disability. 
These include smiling, laughing and yelling while smiling. Unhappiness indices 
are defined as any facial expression or vocalisation that is typically considered an 
indicator of unhappiness among people without disability. These include 
frowning, grimacing, crying and yelling without smiling (Green et al, 1988) 
These behaviours have been measured to support their social validity (Hogg, 
1998, Realon et al, 1989; Yu, Spevack, Hiebert, Martin, Goodman, Martin, 
Havapiak & Martin, 2002). In addition, the indices of (un)happiness have been 
validated as a measure (Green et al, 1997; Green & Ried, 1996,1999; Favell et al, 
1996). However, caution is always advised when using observable behaviours to 
represent private internal events (Kennedy & Souza, 1995; Ivanic et al, 1997). 
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During this study, the indices of happiness and unhappiness were noted as a tally 
on a table denoting the photographs being shown or the member of staff who was 
interacting with the participant. The type of expression used was also noted. 
Schedule of recent events (Holmes and Rahe, 196 7) 
The initial article by Holmes and Rahe was an attempt to quantify the impact of 
cumulative life changes in the general adult population. This work culminated in 
the development of an assessment tool, the Schedule of Recent Events (SRE) 
which has widespread use in research since its development. In 2000, Scully, Tosi 
and Banning tested its validity as a scale of social readjustment in the present day, 
they found this measure to be a robust instrument for identifying the potential for 
the occurrence of stress related outcomes, and concluded that it was still a useful 
tool for stress researchers and practitioners. 
The SRE is a list of 43 events. Each event has a value attached (life change units) 
that were ascertained by the amount of adjustment each event needed. It is noted 
which events a person has experienced in their recent past and how many times 
each event has been experienced. The number of life change units are added 
together to indicate the degree of life stress within a specific time interval. 
In this study, the SRE is used to indicate whether the participant has experienced a 
stressful event during the period of the study that could confound the results by 
effecting the participant's mood or expression. There is no similar scale available 
for people wit a profound learning disability and high support needs. 
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PROCEDURE 
Homes and day centres in the area were approached by letter (see Appendix E. ), 
explaining the purpose of the study and what it would involve for the members of 
staff and the participant. On receiving initial consent from the home manager, a 
meeting was arranged to clarify the understanding of the study. 
A number of meetings were organised with the staff involved with the identified 
participant to answer questions, gain consent for both the staff (see Appendix F) 
and the participant's involvement (see Appendix G. ), and take photographs of the 
staff. 
The staff were asked to consent to three individual sessions and some observation 
sessions on their behalf and on the behalf of the participant. 
Familiarisation 
The first session was used to meet with the participant and to establish rapport. It 
was also used to check that the participant is consenting to my presence at this 
point. 
Communication assessment 
In the second session, communication was individually assessed using the 
communication section of 'The Kidderminster Curriculum for Children and 
Adults with Profound and Multiple Learning Difficulties' (Jones, 1989), this 
process allowed the experimenter to become familiar with the participant's 
communication style. This was completed through the observation of the 
participants in their home setting. 
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Preference testing 
The communication session was followed by two sessions of preference testing 
using a concurrent-operant format of two stimuli, one week apart. Photographs of 
consenting members of staff involved with the participant were presented in pairs 
to the participant for 10 seconds. The photographs were presented in a randomised 
order with counterbalancing for position. All possible combinations were 
presented on both occasions. During these presentations, the participant was 
observed for established signs of approach-based and avoidance-based 
communication. For example, approach behaviour may include apparent 
voluntary bodily movement towards the photo, maintaining contact (physical or 
eye) for three or more seconds and positive facial expressions towards the photo. 
Avoidance behaviour may include negative vocalisation towards photo, pushing 
the photo away, moving away from stimulus or avoiding eye contact with the 
photo. 
Staff opinion 
Prior to the observations, the participant's key staff member completed a ranking 
of members of staff and circle of support based on what they believe the 
participant's person preferences to be. A ranking was assigned to each staff/circle 
of support member. The staff/circle of support members were listed in an 
arbitrary order. 
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Schedule of Recent Events 
The Schedule of Recent Events (Holmes & Rahe, 1967) was completed to check 
that no external events have confounded the indices of happiness and 
unhappiness. 
Observationslembeddedpreference 
Consent was attained for a colleague to accompany me into a home on two 
occasions, this allowed measures of inter-rater reliability to take place. This 
person rated the behaviour independently during two embedded observations to 
provide inter-rater reliability assessment. 
Following the individual sessions, times were arranged to observe the person for 
an uninterrupted 5-minute period, this provided a baseline observation for the 
indices of happiness and unhappiness. 
On prearranged occasions, appropriate for shift patterns, the participant was 
observed in social interaction with each staff member for 2 minutes and the 
indices of happiness and unhappiness during these interactions were noted. 
The observation schedule was based on consecutive I O-second interval 
observations. Indices of happiness and unhappiness are the same as those in 
previous research (Green & Reid, 1999; Green et al, 1997; Green and Reid, 1996). 
This includes facial expressions or vocalisation typically considered as indicators 
of happiness or unhappiness in people without disabilities. Indicators of 
happiness include smiling, laughing and yelling while smiling. Indices of 
unhappiness include, frowning, grimacing, crying and yelling without smiling. 
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ETHICAL CONSIDERATIONS 
With the current trend in leaming disabilities focussing on the inclusion and 
human rights of the individual and giving the person a voice (Kellet & Nind, 
2001), it can sometimes be possible to question the use of more experimental 
designs. However, this concentration on inclusion and partnership may often lead 
to the omission of research with those of greater disability because they are often 
seen as too difficult to include under such a perspective. Hence, research is now 
suggesting that, with this particular population, it is the whether the research is 
worth doing and in whose interest it lies (Kellet & Nind, 200 1). 
These issues were considered when developing ideas for the study. The study was 
carried out on the basis of the following issues. 
This piece of research may not benefit the individuals directly but will contribute 
to: 
e The knowledge of practitioners and carers. 
* Aid the development of service provision for this population of people. 
o Improve the psychological health of people in this population. 
Therefore in a broader definition, it is in the interest of the participants. 
Ethical Approval was attained from two ethical research committees: Hull and 
East Riding Local Research Ethic Committee and the South Humber Local 
Research Ethics Committee. 
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Consent 
The consent process was supported by a responsible staff member who judged 
whether participation is in the best interest of the individual. A meeting with the 
participant was arranged to introduce the researcher and identify any behavioural 
non-consent, such as signs of distress in the company of the researcher or attempts 
to move away from the researcher. 
There was an ongoing process of consent assessment. If at any time it was 
behaviourally obvious that the person has withdrawn consent (e. g. lack of 
responding, consistent indices of unhappiness) then the research ceased. 
Additionally, written consent was gained from all members of staff involved in 
the study. 
Deception 
At no point were any people involved purposefully deceived in any way. All 
persons involved had access to infonnation about the study. The participant with 
SPLD had information presented to them regardless of their understanding. 
Protection ofparticipants 
It was not felt that any danger, physically or psychologically was involved in this 
study. To protect the integrity of staff members all identifying features were 
removed following the rating of the relationship with the main participant 
(preference testing and staff rating). 
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ANALYSIS 
The data collected in all conditions of this study is either naturally ranked, or 
ranking has occurred while it is being processed. Therefore, it was intended that 
the within subject test-retest reliability, the reliability of staff opinion of person 
preference, and the correlation between the preference testing and embedded 
situation would be analysed with the Spearman's Rank Correlation Co-efficient 
for each participant. Spearman's Rank Correlation Co-efficient is a measure of 
the linearity of the relationship between the ranks. However, because the raw data 
was converted into ranks on some of the conditions, it can only be a measure of a 
monotonic relationship (a regression line that is continually increasing or 
decreasing, but perhaps not in a straight line). It would be important when using 
Spearman's Rank Correlation Co-efficient to be aware of the effects of range 
restriction and non-linearity. 
However, difficulties during the data collection phase of the research meant that 
Spearman's Rank Correlation Co-efficient was no longer viable because of the 
risk of a type-2 error. Therefore, a measure of similarity, the 'city block' metric, 
was used to identify trends in the data. 
FEEDBACK 
Feedback of the study was offered to each home. This feedback was in a 
presentation format which included: the research rationale, a literature summary, 
the results of the study and possible practice implications. This presentation also 
gave the opportunity for questions to be answered. 
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RESULTS 
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TYPE OF ANALYSIS 
It was originally intended to use Spearman's correlation co-efficient for ranked data to 
analysis the data collected by the research. However, the difficulties recruiting staff 
members to be involved in the study, and the unusual data structure, meant that a 
Spearman's row analysis could be at risk of a type-2 error. 
Therefore, I decided to use the City Block version of the 'Minkowski Metric' 
formula, a measure of similarity/dissimilarity. Although this does not statistically test 
the hypothesises, it will give an idea of any agreement between the methods of 
assessment of preference (Krzanowski, 1988). This will allow informal statements 
-11 about trends within the data, and is an appropriate measure of similarity for the nature 
and purpose of this study and for ranked data. 
p 
City Block Metric similarity II xtic - xjicl 
K-- I 
p= number of staff rated for participant 
k= member of staff 
i/j = condition 
x= ranking given to member of staff 
The City Block metric is the sum of how different the rankings are across conditions 
for all staff connected to a particular participant. The basic requirement that similar 
entities are represented by a small distance between numbers, and the more dissimilar 
the entities, the larger the distance between numbers (Krzanowski, 1988) is met with 
this data set. 
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ANALYSIS 
For the interpretation of the following data, the smaller the metric the more agreement 
between the ranking of the staff in the two conditions being compared. A maximum 
'City Block Metric' score indicates total dissimilarity. 'Not applicable' indicates that 
this data was not collected. For raw data please refer to appendix H. 
Participant I 
Table (2) The Resultsfor Participant I 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and 3 
Systematic preference testing 2 
Systematic preference testing I and I 
Embedded preference testing 
Systematic preference testing I and 5 
Staff opinion of preference 
Embedded preference testing and 6 
Staff opinion of preference 
The results for participant I indicate that there is some consistency in his person 
preference over time, but that there is also some dissimilarity. There is a strong trend 
to show that this participant's person preferences identified in the systematic 
preference testing are supported by embedded observations of interactions with the 
staff members. However, these results indicated that staff were unable to reliably 
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predict his person preference. In this case, this may be that the staff member did not 
feel that the participant had preferences. 
Participant 2 
Table (3) The Resultsfor Participant 2 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and N/A 
Systematic preference testing 2 
Systematic preference testing I and 5 
Embedded preference testing 
Systematic preference testing I and 6 
Staff opinion of preference 
Embedded preference testing and 4 
Staff opinion of preference 
The results for participant 2 indicate that no judgement can be made on his ability to 
express his preferences using these measurements. It may be that one of the measures 
correctly identified his preferences, but this cannot be clarified with the data available. 
There is a possibility that embedded preference testing could show his preferences, if 
it could be clarified that systematic preference testing was inappropriate. 
Unfortunately, the data collected cannot answer this question. 
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Participant 3 
Table (4) The Resultsfor Participant 3 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and I 
Systematic preference testing 2 
Systematic preference testing I and 1) 
Embedded preference testing 
Systematic preference testing I and 4 
Staff opinion of preference 
Embedded preference testing and 4 
Staff opinion of preference 
The results for participant 3 indicate that he is able to use systematic preference 
testing to express his person preference, and that this preference is reasonably reliable 
over time and supported by embedded observations of his interactions with staff 
members. Staff showed some ability to predict his preferences, but their predictions 
were far less reliable than the other methods used. 
Participant 6 
Table (5) The Resultsfor Participant 6 
Conditions Being Compared City Block Metric Score 
(maximum = 18) 
Systematic preference testing I and 5 
Systematic preference testing 2 
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Systematic preference testing I and 6 
Embedded preference testing 
Systematic preference testing I and 6 
Staff opinion of preference 
Embedded preference testing and 3 
Staff opinion of preference 
The results for participant 6 suggest some similarity between the two systematic 
preference-testing sessions, and the embedded preference testing. However, the 
results suggest that staff opinion may be more reliable than the systematic preference 
testing, if the embedded observation truly depicted his preference. 
Participant 7 
Table (6) The Resultsfor Participant 7 
Conditions Being Compared City Block Metric Score 
(maximum = 12) 
Systematic preference testing I and 
Systematic preference testing 2 
Systematic preference testing I and N/A 
Embedded preference testing 
Systematic preference testing I and 3 
Staff opinion of preference 
Embedded preference testing and N/A 
Staff opinion of preference 
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The results for participant 7 suggest that this participant did not have a stable 
preference over the data collection period. It is difficult to draw any possible 
suggestions from this data, as no embedded preference testing data was available. 
Participant 8 
Table (7) The Results, for Participant 8 
Conditions Being Compared City Block Metric Score 
(maximum = 12) 
Systematic preference testing I and 9 
Systematic preference testing 2 
Systematic preference testing I and N/A 
Embedded preference testing 
Systematic preference testing I and 6 
Staff opinion of preference 
Embedded preference testing and N/A 
Staff opinion of preference 
The results for participant 8 were similar in pattern to those of participant 7. They 
show the participant not to have a stable person preference over the data collection 
period. Any other trends are difficult to identify without the embedded preference 
testing data. 
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Participant 9 
Table (8) The Results. for Participant 9 
Conditions Being Compared City Block Metric Score 
(maximum= 12) 
Systematic preference testing I and 10 
Systematic preference testing 2 
Systematic preference testing I and N/A 
Embedded preference testing 
Systematic preference testing I and 6 
Staff opinion of preference 
Embedded preference testing and N/A 
Staff opinion of preference 
Again, the results for participant 9 suggest that he did not have a stable person 
preference over the data collection period. Any other indications are difficult to 
identify without more data. 
Participant 11 
Table (9) The Resultsfor Participant II 
Conditions Being Compared City Block Metric Score 
(maximum = 5) 
Systematic preference testing I and 0 
Systematic preference testing 2 
Systematic preference testing I and 2 
Embedded preference testing 
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Systematic preference testing I and 2 
Staff opinion of preference 
Embedded preference testing and 1) 
Staff opinion of preference 
The results for participant II indicate that he had a stable preference over the data 
collection period. However, these results are a little deceptive, as he was unable to 
use the systematic preference testing to indicate a preference, resulting in all members 
of staff receiving the same rating. This may have been that he did not have a 
preference, or that he was unable to utilise this measure to express his person 
preference. The embedded preference testing did indicate a hierarchy of person 
preference, but it is impossible to clarify if these are a true depiction of his 
preferences. 
Participant 12 
Table (10) The Resultsfor Participant 12 
Conditions Being Compared City Block Metric Score 
(maximum = 5) 
Systematic preference testing I and 3 
Systematic preference testing 2 
Systematic preference testing I and I 
Embedded preference testing 
Systematic preference testing I and I 
Staff opinion of preference 
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Embedded preference testing and 2 
Staff opinion of preference 
The results for participant 12 show that there is a poor similarity metric between the 
two systematic preference testing sessions, suggesting the participant did not have a 
stable person preference over the data collection period. The results may indicate that 
the embedded preference testing may be of use for this person. However, it is 
difficult to draw a conclusion because of the small number of staff used. 
Participant 16 
Table (11) The Resultsfor Participant 16 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and 6 
Systematic preference testing 2 
Systematic preference testing I and 3 
Embedded preference testing 
Systematic preference testing I and 6 
Staff opinion of preference 
Embedded preference testing and 2 
Staff opinion of preference 
The results for participant 16 suggest that she does not show a stable preference over 
the data collection period. However, there is some connection between the 
preferences shown in the first preference testing session and both the embedded 
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preference testing, and a similarity between the embedded preference testing and staff 
opinion. These connections are tenuous. 
Participant 17 
Table (12) The Resultsfor Participant 17 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and 6 
Systematic preference testing 2 
Systematic preference testing I and 7 
Embedded preference testing 
Systematic preference testing I and 7 
Staff opinion of preference 
Embedded preference testing and 2 
Staff opinion of preference 
The results for participant 17 indicate that he is unable to use systematic preference 
testing to express his person preference. There is a possibility that this result shows 
embedded preference testing to be a reasonable measure of preference, but it is 
impossible to clarify this with the available data. If this were the case, then staff 
opinion would also be a reasonable way of identifying this participant's person 
preference. 
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Participant 18 
Table (13) The Resultsfor Parlicipant 18 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and N/A 
Systematic preference testing 2 
Systematic preference testing I and 4 
Embedded preference testing 
Systematic preference testing I and 4 
Staff opinion of preference 
Embedded preference testing and 2 
Staff opinion of preference 
The results for participant 18 could suggest that she is unable to use systematic 
preference testing to indicate her person preference. Observation during preference 
testing pointed to a difficulty with the use of photographic representation. It is 
difficult to extrapolate the results any ftirther. However, there may be a suggestion 
that embedded preference testing and staff opinion could be used to predict this 
participant's preferences. 
Participant 19 
Table (14) The Resultsfor Participant 19 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and 5 
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Systematic preference testing 2 
Systematic preference testing I and 4 
Embedded preference testing 
Systematic preference testing I and 3 
Staff opinion of preference 
Embedded preference testing and 4 
Staff opinion of preference 
The results for participant 19 suggest that she is unable to utilise the measures of 
preference used at the present time to indicate her preference. No preference is 
distinguishable from the data collected. 
Participant 22 
Table (15) The Resultsfor Participant 22 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and N/A 
Systematic preference testing 2 
Systematic preference testing I and 5 
Embedded preference testing 
Systematic preference testing I and 4 
Staff opinion of preference 
Embedded preference testing and 0 
Staff opinion of preference 
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The results for participant 22 suggest that she is unable to utilise systematic 
preference testing at the present. However, the results point to the possibility of using 
embedded and staff opinion to try to predict this participant's preferences; however, 
there is no data available to support this suggestion. 
Participant 24 
Table (16) The Results for Participant 24 
Conditions Being Compared City Block Metric Score 
(maximum = 8) 
Systematic preference testing I and 4 
Systematic preference testing 2 
Systematic preference testing I and I 
Embedded preference testing 
Systematic preference testing I and 3 
Staff opinion of preference 
Embedded preference testing and 4 
Staff opinion of preference 
The results for participant 24 indicate that the person did not have a stable preference 
over the data collection period, but that she was able to use systematic preference 
testing to indicate her person preference and that this was supported by embedded 
observations of her interaction with the staff members. Staff were unable to reliably 
predict her person preference. 
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Participant 30 
Table (17) The Resultsfbr Participant 30 
Conditions Being Compared City Block Metric Score 
(maximum = 12) 
Systematic preference testing I and 5 
Systematic preference testing 2 
Systematic preference testing I and 8 
Embedded preference testing 
Systematic preference testing I and 7 
Staff opinion of preference 
Embedded preference testing and 4 
Staff opinion of preference 
The results for participant 30 show a poor agreement when systematic preference 
testing was used. These results may indicate that the person was unable to use 
systematic preference testing for a person preference task. It may be that embedded 
preference testing and staff opinion are more appropriate for this person at the present 
time, as shown by the agreement between the embedded preference testing and the 
staff opinion condition. 
Participant 31 
Table (18) The Resultsfor Participant 31 
Conditions Being Compared City Block Metric Score 
(maximum = 5) 
Systematic preference testing I and 0 
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Systematic preference testing 2 
Systematic preference testing I and 0 
Embedded preference testing 
Systematic preference testing I and 0 
Staff opinion of preference 
Embedded preference testing and 0 
Staff opinion of preference 
The results for participant 31 show a perfect correlation between all the conditions, 
meaning that she is able to communicate a definite preference using systematic 
preference testing that is stable over time, and observable in her everyday interactions 
with the staff members. These results also show that the staff were able to predict her 
preferences accurately. 
Table (19) A Summary of the Results in Terms of the Agreement Between Measures 
Conditions Being Compared Results 
Systematic preference testing I and 4 of the 7 participants who could use 
systematic preference testing 2 systematic preference 
testing showed a 
reasonable consistent person preference. 
Systematic preference testing I and Of the 4 people who could use systematic 
embedded preference testing preference 
testing consistently, 3 participants 
showed similar preferences using embedded 
preference testing. 
Systematic preference testing I and Of the 4 people who could use systematic 
staff opinion of preference preference 
testing consistently, 2 participant's 
preferences were well predicted by staff. 
Embedded preference testing and 9 participants had a good similarity between 
staff opinion of preference 
the preferences' indicated in the embedded 
testing and those predicted by staff. 
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INTER-RATER RELIABILITY FOR (UN) HAPPINESS INDICES 
Inter-rater reliability, an assessment of precision determined by companng the 
variability within the data, was applied on the embedded observations on two 
occasions using different staff and different participants. This was an attempt to 
clarify the reliability of the indices of (un) happiness. The data collected was 
analysed in an 'intra-class' fashion using the Pearson Product Moment correlation to 
ensure that agreement was being measured, rather than association. This meant that a 
co-efficient of 1.0 could only be obtained if all observations on each subject were 
identical (Streiner & Norman, 1989) For raw data and analysis please refer to 
appendix I. 
TABLE (20) The Analysis of Inter-Rater Reliability 
Occasion happiness unhappiness Significant 
(P>0.01) 
1 0.906 1.0 yes 
2 0.996 0.765 yes 
collated 0.989 0.783 yes 
The results of this analysis show that the indices of happiness are reliably identified 
by different observers. It was difficult to analyse the unhappiness indices because of 
the low level of variability in the data, but, a significant result was found. However, 
there was only a minimal amount of disagreement. On the first occasion, no indices 
of unhappiness were observed by either rater. On the second occasion, rater I 
observed two expressions of unhappiness over a two-minute period, and rater 2 
observed four expressions of unhappiness over the two-minute period. 
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DISCUSSION 
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RESULTS IN VIEW OF HYPOTHESES 
The original design and planned analysis allowed for the hypotheses proposed to be 
tested using a Spearman's correlation co-efficient. Unfortunately, due to difficulties 
in the data collection phase, the analysis of the data needed to be revised to try and 
avoid a type-2 error, leading to the 'City Block' version of the Minkowski Metric 
being used. This analysis is a measure of similarity/dissimilarity. It does not 
statistically test the proposed hypotheses, but will allow informal statements about 
trends within the data. 
Ten of the seventeen participants were unable to use systematic preference testing to 
express their person preference. This caused difficulties in interpreting some of the 
data provided by the study. 
Test -retest reliability of systematic preference testing 
Of the seven people who were able to utilise the systematic preference testing, four 
showed a reasonably consistent preference across time, and three people showed an 
inconsistent preference across time. It is impossible to tell from the data collected 
where these inconsistencies were due to changes in preference or difficulties with the 
use of systematic preference testing. 
Comparing systematic preference testing and embeddedpreference testing 
It is difficult to compare other measures with systematic preference testing for person 
preference because of the problems encountered in employing this measure with the 
participants. In three of the four cases where preference was consistently displayed 
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using systematic preference testing, similar preferences were indicated using 
embedded observations. Given that this thesis indicates that systematic preference 
testing is difficult to utilise when measuring person preference, and the suggested 
agreement between embedded preference testing and systematic preference testing 
when a participant could use this method, the results may tentatively signal that using 
embedded preference testing on its own could be the more effective measure of 
person preference in this population. 
Embeddedpreference testing 
The data collected in this study could tentatively suggest that embedded preference 
testing could have been a suitable form of measuring person preference in nine of the 
seventeen participants, though this suggestion is not validated in any way within this 
study. 
More research would be needed to clarify the validity and reliability of embedded 
preference testing, but this seems to be a possible, less intrusive, less time consuming 
and more widely applicable measure of person preference within this population. 
Comparing systematic preference testing and staff opinion ofpreference 
Of the four people who could consistently express their person preference using 
systematic preference testing, two of the participant's preferences were reasonably 
well predicted by their key staff member. 
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Comparing embedded preference testing and staff opinion of preference 
However, when looking at all seventeen participants, nine of the results indicate a 
good similarity between the embedded preference testing and the staff opinion. 
Staff opinion 
Infonnal observations could propose that the use of staff opinion is very dependent 
on the relationship between the participant and the key worker, and the general 
environment of the residential home/daycentre. This is suggested because there was a 
large variability, both within and between homes/day centres, in the attitudes of staff 
members towards a persons ability to express preferences. Additionally, some of the 
homes/daycentres still believed in rotating a person's key member of staff, while 
other homes felt it more appropriate for a relationship to be established and 
maintained. As key members of staff were used to predict the participant's 
preference, the length of their relationship may effect the staff members knowledge of 
the participant. 
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PROBLEMS OF INTERPRETATION 
Unfortunately, there are a number of difficulties in interpreting the results, some of 
which were highlighted in literature presented in the introduction, that have not been 
successfully controlled. Others only became evident through completing the data 
collection process. 
Theoretical issues 
Firstly, it became apparent that the lives of people with a profound learning disability 
and high support needs are not truly represented in the literature. Regardless of the 
numerous recommendations from research, policy and literature there are a large 
number of people in this population that do not have fulfilling social lives, and many 
who are rarely involved in interaction unless it involves basic care-needs being met 
(De Kock et al, 1985). The effect on the interpretation of the results is that for many 
people any interaction, including with less preferred staff members, is better than the 
monotonous lonely existence nonnally lived, and being left to amuse themselves 
(Mental Health Foundation, 1996a). This seemed to be particularly prominent in 
people who are immobile and unable to vocalise. This may affect the interpretation of 
results of the embedded preference testing condition for some of the participants in 
the study. Until the general life of people in this population is improved, the concept 
of giving people choice in the staff that care for them seems idealised and arbitrary. 
Additionally, as noted in the introduction to this study, people with profound learning 
disability and high support needs may not have a substantial experience of making 
choices (Kishi et al, 1988). This may mean that they do not have the practice and 
knowledge needed to utilise the opportunity to make a choice (Morgan, 1999), and 
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some participants may not have a concept of their own preferences. Therefore, for 
some of the participants who were unable to utilise the techniques used in this study, 
it may be aspects of choice-making that they had difficulty with (Searle, 1983), rather 
than the techniques being unsuccessful. With teaching (Pumpian, 1996), opportunity 
and experience of making choice and the use of appropriate techniques to the staff, 
and the slow integration of choice-making skills to the participants, the results may 
have differed considerably. Informal observations confinned that there did seem to be 
a noticeable difference between the people's ability to express choice, depending on 
the environment in which they lived. 
Alternatively, people may have the experience of choice-making, but be unable to 
generalise this skill to a more structured setting such as the systematic preference 
testing. This generalisation of choice-making is hypothesised for the general 
population (Oakesford, 1997) but may be particularly prominent with a learning 
disability population, in which difficulty generalising learned material is well 
documented. 
Also, as noted in the literature, people with a profound learning disability and high 
support needs may not have a wide experience of friendship (Lacey, 1996) and 
therefore may have difficulties in areas that friendship has been shown to assist, such 
as a concept of themselves (Firth & Rapley, 1990). The possible absence of 
experiences of friendship and choice, and their far-reaching ramifications, may draw 
into question the person's ability to make a 'true' indication of preference. 
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However, while keeping these points in mind, the results of this study have suggested 
that some people in this population, even with a lack of experience in these areas, 
have been able to consistently show a preference for certain people involved in their 
care. 
Practical issues 
Along with these important theory-based issues, there were a small number of 
practical issues that had been overlooked in this study. For example, though the study 
acknowledges that people's preferences can change over time (Mithaug & Mar, 
1980), there is no control for preferences changing during the period of testing. This 
aspect felt particularly deficient when staff were not available throughout the entire 
testing period due to sickness, promotion or annual leave. Long absences may have 
had a substantial effect on the person's preferences, but there was no measure utilised 
in this study to confirm this possibility. 
Furthermore, the result may have been affected by the members of staff who had 
agreed to take part in the study not being available for the entirety of the study. This 
was due to many reasons such as withdrawal because they felt uncomfortable being 
observed with the participants, or because of absence from the work place. This may 
mean that a favoured person was not available for the embedded preference testing 
condition. This contaminating factor is further exacerbated by a number of staff being 
excluded from the study, either because they did not consent to participation or 
because their working hours fell outside periods when it was possible to observe them 
(i. e. night staff or part-time workers). 
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PROBLEMS OF METHOD OR EXECUTION 
There have been a number of issues in the method or execution of the study that could 
have been improved. 
The difficulties both in recruiting the homes and the staff were not fully anticipated. 
However, Wray and Gates (1996) highlighted the problems of recruitment with 
participants when carers can act as 'gatekeepers', either reftising to participate or 
preventing access to potential participants. Reasons for refusal tend to be: 
9 Time constraints 
e Commitment issues 
* Ethical issues raised by the research itself 
e Ignorance about research and best treatment options 
Maclntrye (1991) 
Every attempt was made to minimise these factors in this research, needing only a 2- 
minute commitment of time from each member of staff per participant, giving written 
information about the study to all staff members, and spending time talking through 
the research and answering any questions with each potential staff member. 
Unfortunately, recruitment continued to be a problem. 
As noted above, there were some issues about the selection of staff used in the study. 
The staff that did agree to take part were of varying levels of qualification including 
care staff, qualified nurses and people in managerial positions. However, a large 
number of staff did not wish to have their photograph taken or felt uncomfortable 
being observed interacting with the people they cared for. This distortion in the 
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involvement of members of staff may be random, and hence would not affect the 
results. Conversely, this selection process may be influenced by a number of factors, 
such as the person's attitude towards people with profound learning disabilities, or be 
due to personality features. If the selection were due to such factors this would have a 
significant effect on the interpretation of the results. 
Furthermore, the initial study intended to utilise both staff members and people from 
the participant's circle of friends, a concept widely discussed in literature. 
Unfortunately, the majority of the participants did not have a circle of friends already 
being used by the service. This realisation meant that the study then concentrated on 
staff members only, which has implications in relation to style of relationship the 
participants have with staff members, (Bayley, 1997) and previously mentioned 
difficulties regarding the experience of relationships (Lacey, 1996; Neville, 1998). 
This varied widely both within and between homes. 
The difficulties with finding a communication assessment composed for use with 
people with a profound learning disability and high support needs was briefly stated 
in the methodology section of this thesis. The Kidderminster Curriculum has been 
specifically devised for use with this population. However, the validity and reliability 
of this measure is not well supported due to a general lack of investigation. This is a 
widespread problem. There is little evidence to support the use of any of the 
measures developed to assess communication skills specifically in this population 
(Holmes, 1992). Therefore, this methodological flaw is difficult to overcome and so 
must just be taken into consideration when interpreting the result of the study. 
Relating this problem specifically to this research, the communication assessment was 
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used to familiarise the experimenter with the person's communication abilities and 
allow the participant to become more familiar with the experimenter. As the 
measures of preference in the condition were prescribed by the definition of approach 
and avoidance behaviours in the systematic preference testing condition, and indices 
of (un) happiness in the embedded preference testing condition, the effects of 
difficulties with the communication schedule were minimal. 
There is another difficulty with the method of the study related to the embedded 
preference testing condition. Ideally, the 2-minute observation of each member of 
staff with the participant was to be taken during a natural day-to-day interaction. This 
method of observation was dependent on staff members interacting with the 
participant outside basic care needs for a sustained period of time. In reality, this 
happened infrequently, a reality that is very telling about the general quality of life of 
some of the participants. Some members of staff explained that this was due to the 
intensive needs of the participants. This difficulty led to staff being asked to interact 
with the participant so that the information could be gathered. Though it is 
acknowledged that the original plan of observation would have had an element of 
falsehood due to the experimenter's presence, such a compromise may have destroyed 
any remaining authenticity of the information gathered. 
Finally, the systematic preference testing utilised photographs to represent the 
different members of staff. It is impossible to tell if participants were truly able to 
recognise the members of staff from the photographs, or whether elements such as the 
photograph's composition played a role in the participant's indication of preference. 
However, the results of the study and infonnal observations do suggest that the 
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majority of the participants achieved some appreciation of the photographic 
representation, even when they were unable to use this to indicate preference. 
A ftirther difficulty with the photographs was in the practicalities of their presentation 
during the systematic preference testing. For the majority of the participants it was 
appropriate to present the photographs on stands as described in the methodology 
section. However, there were a small number of participants who were unable to 
indicate their preference when the photographs were presented in this fashion. In 
these cases, the photographs were presented on a flat piece of board, which enabled 
the person to move their hand over their choice. It was felt that this was an 
appropriate adjustment to allow for some participant's physical limitations, which 
would have the positive effect of allowing these people to be involved in the study, 
while the influence on the results of the study would be minimal. 
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OTHER LIMITATIONS IN GENERALISING RESULTS 
There are often difficulties in generalising the results of studies to the rest of the 
population. This difficulty is particularly pertinent in a population such as people 
with a profound and high support needs; who, as mentioned in the introduction to this 
study, are such a heterogeneous group. This heterogeneity is not only in the level of 
intellectual difficulty, but also in the wide range of additional complications such as 
epilepsy, physical disabilities and 'challenging behaviour'. 
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IMPLICATIONS OF RESEARCH 
Despite the many limitations of the work in this area, there are some important 
findings in the present study. These findings lead to significant recommendations for 
practice. 
Implicationsfor practice 
(1) It is suggested that this study indicates that the people in this population do have 
preferences and are able to express them when given appropriate means. Yet, each 
person's ability needs to be assessed, and possibly training given in the method of 
assessment to enable the person to communicate satisfactorily. In other words, each 
case needs to be assessed on its own merit. It may be that further research is needed 
to develop additional techniques to meet the needs of people who cannot utilise the 
ones used in this study. One may have thought that embedded preference testing 
could be used in the majority of cases; however, we need to allow for the enjoyment 
of any interaction when the alternative is none. 
(2) There are also obvious limitations regarding people who have difficulties with 
their eyesight when considering systematic preference testing. This does not mean 
that the person is unable to utilise systematic preference testing, but that more novel 
objects of reference would need to be identified and the person trained in associating 
the object with the particular member of staff. This is also relevant for people who 
are known to have difficulties with photographic representations. 
The difficulties in engaging staff suggest that one must contemplate the effects of 
being a less preferred staff on both the staff members and the person with a profound 
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learning disability and high support needs. Firstly, the use of this infonnation would 
require the staff to be working in an open and supportive environment where they are 
not judged professionally if they do not have the same quality of relationship with one 
person when compared to other staff members. This would require a huge change in 
belief for the majority of staff involved in this study, which has wider financial and 
training implications. This issue would be particularly difficult when one considers 
that once a member of staff is known to be the less preferred by all, or the majority of 
the people they care for, this needs to be recognised, otherwise the people's 
preference indication means nothing. This may have consequences on the staff 
member's employment. Aside from the political difficulties of implementing staff 
preferences, the use of these techniques may have consequences for the people 
making their preferences known. For example, staff who are not the most preferred 
might reduce the amount of time they spend interacting with the client, perhaps 
feeling hurt by not being favoured. This would mean that the person is involved in 
fewer interactions, an element shown to be important to many of the participants in 
this study. 
(4) This work indicates the possibility and indeed the importance of the involvement 
of service users in the staff recruitment process. This suggestion seems a little 
idealised with the present standard of care and amount of choice presented to people 
with a profound learning disability and high support needs. Additionally, it does not 
allow for changes in preference over time, creating a logistical nightmare. 
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Policy implications 
The trends in the data collected, though supporting the use of preference procedures 
as an expression of normalisation and social policy, suggest that policy is advancing 
at a rate far faster than the services it governs. Services for people with profound 
learning disabilities and high support needs are constantly under pressure to meet the 
objectives of policy, yet are not given the time needed to develop the skills in both the 
staff and the client group to achieve the goals set. This means that the services are 
often missing vital steps in the process of promoting choice and opportunity to keep 
up the appearance of being a forward-thinking, politically-correct service provider. 
Observations throughout the collection of data for this research have highlighted the 
need for a separate policy for people with severe and profound learning disabilities. 
This, perhaps, needs to takes a few steps back to allow service providers and the client 
group to keep up with the continually changing demands made upon them. This 
would allow 'real' change at a slower pace rather than a superficial change that does 
not benefit the service users. 
Clinical implications 
Clinically, the results of the research have highlighted the need for people who work 
with this population to promote the teaching of skills to the clients that allow them to 
express their choice of carer more effectively. This, of course, has potential cost and 
time implications attached. 
Informal observations also accentuate the need to train the carers in the present way of 
thinking concerning everyone's ability to have preferences and express choices, and 
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the importance of relationships to all people, regardless of their communicative 
ability. 
It seems that the ramifications of this study could be far reaching and there would 
need to be substantial reform in the policy and practice of service providers before 
people with a profound learning disability and high support needs are able to have a 
meaningful choice regarding the people employed to care for them. 
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FUTURE RESEARCH 
There are a number of areas highlighted by this study, which may benefit from ffirther 
research. 
Embedded preference testing using indices of (un) happiness has shown itself to be a 
promising technique that can be used with people who cannot formally indicate their 
preference. To date, this is a relatively under-researched technique that could profit 
from further supporting evidence to help validate the technique and prove its 
reliability. 
Embedded preference testing may be useful for people with additional difficulties, 
such as eyesight problems. However, it may be valuable to adapt the systematic 
preference testing technique for indicating staff preference, for people who have 
problems with their eyesight, or problems with photographic representation, or have a 
more preferred sensory median for recognising those around them, such as a smell or 
a noise. It would be interesting to discover if systematic preference testing could be 
used in this way, if the participants were given the appropriate training. 
This study initially set out to involve the participant's circle of friends in the 
preference testing. Unfortunately, this was not possible, as a circle of friends had not 
been established for the vast majority of the participants. It would be interesting to 
replicate this study once the concept of a circle of friends has fully infiltrated service 
provision to identify if the participant's preferred people were involved in the 
decision-making process. Also, results may indicate if there was a qualitative 
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difference in the relationships with staff compared to other people involved with the 
participant. 
Additionally, it may be interesting to pilot a small study looking at the effects of being 
the less preferred member of staff. This would help inform ftiture practice and enable 
service providers to plan training, provide an appropriate environment to enable staff 
to see this change of dynamics in a more positive manner, and plan for the 
practicalities of service users being able to choose staff members involved in their 
care. 
Finally, a small pilot study, such as the one mentioned above, might also help to 
identify both the positive and negative effects of people being able to choose staff 
involvement for those people with a profound learning disability and high support 
needs. This kind of study would help inform future practice. 
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CONCLUSIONS 
e The results of this study support the principles of normalisation and the current 
emphasis in policY on choice. However, the results and informal observations 
identified a large gap between the pace of policy development and service 
provision for this population. It is suggested that separate policies should be 
implemented for people with more severe and profound learning disabilities, 
allowing service providers to make true changes in enabling choice and self- 
determination. 
9 Training should be provided for all staff on the current thinking about choice- 
making in this population. This would mean that staff could have a real 
understanding of the choice procedures they are asked to employ. 
* This study identified that systematic preference testing for person preference 
within this population was both difficult to implement, and did not provide 
information from which preferences could be identified for the majority of 
people. 
* The relationship that participants had with their key member of staff varied 
widely. Informal observations suggested that the staff member's ability to 
predict a participant's person preference seemed to depend on the length and 
quality of this relationship. 
* The result indicate that embedded preference testing using indices of (un) 
happiness may be a suitable alternative to systematic preference testing when 
considering person preference of people with profound learning disabilities 
and high support needs. This suggestion needs to be verified by ftirther 
studies. 
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Appendix. B. 
STAFF RATING OF CLIENT'SSTAFFAND CIRCLE OF 
SUPPORT PREFERENCE 
Please rate the following staff and people in (X)'s circle of support in the 
order you think (X) would prefer the person's company. The names of 
the staff and friends will be taken out and replaced with random numbers 
to ensure that the results are anonymous. 
You may feel that some people are equally preferred, in these cases give 
them the same number but remember to leave the next number out. 
E. G. 
Anna I 
Fred 2 
Jerry 2 
Jo 4 
Laura 5 
I= the most preferred person 
12 = the least preferred person 
STAFFICIRCLE OF SUPPORT MEMBER RA TING 
Appendix. C. 
OBSERVATION SCHEDULE 
EXAMPLES OF INDICES OF HAPPINESS Smiling 
Laughing 
Yelling while smiling 
EXAMPLES OF INDICES OF UNHAPPINESS = Frowning 
Grimacing 
Crying 
Yelling without smiling 
PARTICIPANT'S NAME: ................................................................... 
PARTICIPANT OBSERVATION 
TIME INTERVAL TALLY OF INDICES OF 
HAPPINESS 
TALLY OF INDICES OF 
LNHAPPINESS 
0-10 
11-20 
21-30 
31-40 
41-50 
51-60 (1 MINUTE) 
61-70 
71-80 
81-90 
91-100 
101-110 
111-120 (2 MINUTES) 
121-130 
131-140 
141-150 
151-160 
161-170 
171-180 (3 MINUTES) 
181-190 
191-200 
201-210 
211-220 
221-230 
231-240 (4 MINUTES) 
241-250 
251-260 
261-270 
271-280 
281-290 
291-300(5 MINUTES) 
OBSERVATION WITH STAFF/ CIRCLES OF FRIEND (1) 
TIME INTERVAL TALLY OF INDICES OF 
HAPPINESS 
TALLY OF INDICES OF 
UNHAPPINESS 
0-10 
11-20 
21-30 
31-40 
41-50 
51-60 (1 MINUTE) 
61-70 
71-80 
81-90 
91-100 
101-110 
111-120 (2 MINUTES) 
OBSERVATION WITH STAFF/ CIRCLES OF FRIEND (2) 
TIME INTERVAL TALLY OF INDICES OF TALLY OF INDICES OF 
HAPPINESS UNHAPPINESS 
0-10 
11-20 
21-30 
31-40 
41-50 
51-60 (1 MINUTE) 
61-70 
71-80 
81-90 
91-100 
101-110 
111- 120 (2 MINUTES) 
OBSERVATION WITH STAFF/ CIRCLES OF FRIEND (3) 
TIME INTERVAL TALLY OF INDICES OF 
HAPPINESS 
TALLY OF INDICES OF 
UNHAPPINESS 
0-10 _ _ 
11-20 
21-30 
31-40 
41-50 
51-60 (1 MINUTE) 
61-70 
71-80 
81-90 
91-100 
101-110 
111- 120 (2 MINUTES) 
OBSERVATION WITH STAFF/ CIRCLES OF FRIEND (4) 
TIME INTERVAL TALLY OF INDICES OF 
HAPPINESS 
TALLY OF INDICES OF 
UNHAPPINESS 
0-10 
11-20 
21-30 
31-40 
41-50 
51-60 (1 MINUTE) 
61-70 
71-80 
81-90 
91-100 
101-110 
111- 120 (2 MINUTES) 
Appendix. D. 
HOLMES AND RAHE 
SCHEDULE OF RECENT EVENTS AND ASSOCIATED LIFE CHANGE UNITS 
LIFE EVENT EXPERIENCED 
YES/NO 
MEAN VALUE 
Death of spouse 100 
Divorce 73 
Marital Separation 65 
Jail Term 63 
Death of Close Family Member 63 
Personal Injury or Illness 53 
Marriage 50 
Fired at work 47 
Marital reconciliation 45 
Retirement 45 
Change in health of family member 44 
Pregnancy 40 
Sex difficulties 39 
Gain of new family member 39 
Business readjustment 39 
Change in financial state 38 
Death of a close friend 37 
Change to different line of work 36 
Change in number of arguments 
with spouse 
35 
Mortgage over $10,000 31 
Foreclosure of mortgage or loan 30 
Change in responsibilities at work 29 
Son or daughter leaving home 29 
Trouble with in-laws 29 
Outstanding personal achievement 28 
Wife begin or stop work 26 
Begin or end school 26 
Change in living conditions 25 
Revision of personal habits 24 
Trouble with boss 23 
Change in work hours or conditions 20 
Change in residence 20 
Change in schools 20 
Change in recreation 19 
Change in church activities 19 
Change in social activities 18 
Mortgage or loan less than $ 10,000 17 
Change in sleeping habits 16 
Change in number of family get 
togethers 
15 
Change in eating habits 15 
Vacation 13 
Christmas 12 
Minor violations of law II 
Appendix. E. 
Kate McBride 
Department of Clinical Psychology 
School of Medicine 
Robert Blackburn Building 
Cottingham Road Campus 
Hull University 
17/10/2002 
Dear Sir/Madam, 
My name is Kate McBride, I am a trainee clinical psychologist based at Hull 
University. I am completing a piece of research as part of my training in the area of 
severe and profound learning disability. 
I am hoping to recruit residential homes/daycentres in the area to take part in my 
study. Please read the information below about my study and what it involves. 
You are being asked to take part in a study. Before you decide please read the 
following information that explains what the study is about, what is involved in taking 
part and some other questions that is often asked. Please do not hesitate to contact me 
at the address below with any further questions or queries. 
Thank you for your time. 
Yours faithfully, 
Kate McBride 
Clinical Psychologist in Training 
Information Sheet 
Version I -April 2002 
What Is the Study About? 
The study is looking at the use of preference testing, whether it is accurate and 
whether it represents real life interactions. 
It is also looking at whether staff opinion and person centred planning is an accurate 
way of predicting the opinions and preferences of a person with severe and profound 
multiple disabilities. 
How Long Will It Take? 
The Study will involve; 3 meetings with the client, a number of observation sessions 
(depending how many it takes to observe the different members of staff interactions), 
and the time it takes the key worker to fill in their questionnaire and life events scale 
for the participant (no more than 30 minutes). 
What Will Be Involved For The Client? 
The client will be introduced to the researcher. A second session will be used to 
assess the participant's communication. Following this session they will complete 
two sessions of systematic preference testing. This will involve a series of two 
photographs being presented to the person and the person being observed for any sign 
of preference. After the preference testing there will be a number of periods of being 
observed in the person's everyday environment. A continuous consent procedure will 
be in place, meaning that any behavioural sign of wishing to stop involvement will 
indicate the end of the person's participation. 
What Will Be Involved For The Staff And Circle Of Support? 
The persons key worker you will be asked to rate the staff and circle of support, 
putting them in what you predict is the client's order of preference. 
The other members of staff and member of the circle of support will be asked provide 
consent to use their image and the use of a photograph of themselves. Also consent to 
be observed in a5 -minute interaction with the client. 
Plan of Study 
I Consent is Given I 
I Meeting with Client I 
I Communication Assessment I 
Key Worker completes I 
questionnaire 
2 preference assessments take I 
place 
I Observations take place I 
Research Presentation at 
residential home if wanted 
I Research published I 
Why Have I Been Chosen? 
You have been chosen because you represent a residential home in either the South 
Humberside or Hull and East Riding area who home a person with severe and 
profound multiple disabilities between the age of 18 and 65 years old. 
Will People Be Able To Identify The Home or Members Of Staff?. 
All information, which is collected during the course of the research, will be kept 
strictly confidential. Any information about you, which leaves the university, will 
have your name and address removed so that it is anonymous. Information will be 
kept on a computer disk, which will be in a locked drawer. 
Do I Have to Take Part? 
It is up to you to decide whether or not to take part. If you decide to take part you will 
be given this information sheet to keep and be asked to sign a consent form 
What If We Change Our Minds In The Middle Of The Research? 
If you decide to take part you are still free to withdraw at any time and without giving 
a reason. 
What Happens When The Research Is Completed? 
When the research is completed you will have the option to have a presentation of the 
results of the research at the residential home. 
What Will Happen To The Results Of The Research? 
It is hoped that the results of the study will be published in a journal. 
Who Has Reviewed The Study? 
Two ethics boards; Hull and East Riding LREC and South HUMBERSIDE LREC 
have reviewed the study. (These are research ethics boards) 
How Can I Contact Somebody? 
If you have any queries please do not hesitate to contact me by one of the following 
methods; 
by telephone; 07855 970063 
01482 645145 
by letter; Kate McBride 
Clinical Psychology Dept 
Robert Blackburn Building 
Hull University 
Cottingham Road Campus 
Cottingharn Road 
Hull 
Thank you very much for taking the time to read about the research, please 
could you contact me on the address above to confirm your participation or to 
decline the invitation to participate, using the stamped addressed envelope 
provided. 
If you intend to participate in the study I will make an appointment to meet you 
and discuss what needs to be done next. 
Avpendix. F. 
Consent Form For Staff Who Will Be Pictured In The Photowraphs 
Assessing Preference In People With Severe And Profound Multiple Disabilqy 
Name 
........................................................................................................ 
Date 
............................ This consent form is to be signed by the staff/circle of support involved with the 
participant. Before being filled in the staff/circle of support must have read the 
information sheet. 
Please tick the appropriate box; 
1. 
2. 
I understand what the work is for and who will be involved with it. 
as 
NO NOTSURE 
I have read the infonnation sheet. 
EIES NO NOTSURE 
3.1 understand that I am free to withdraw from the study at any time without 
giving a reason. 
EJES 
NO NOTSURE 
4.1 agree to take part in the research study and provide a photograph 
as 
NO NOTSURE 
Signatures: ..................................................................................... 
Print Name: ..................................................................................... 
Participants Name; ............................................................................ 
Appendix. G. 
RESEARCH INTO SEVERE AND PROFOLND LEARNING DISABILITY 
Consent procedure 
My name is Kate McBride, I am a trainee clinical psychologist doing a piece a 
research as part of my training. This piece of research involves assessing the persons 
preference in a number of ways; 1) by systematic preference assessment, 2) by 
observing the person in their natural envirom-nent, and 3) by getting their key worker 
to assess and rate their preference. 
Consent 
Because the person is unable to give consent themselves, this form is designed that a 
recognised independent representative is consulted on the person's behalf Prior to 
proceeding, this independent representative must agree that the work is in the best 
interest of the person concerned. 
Consent Form 
Assessing Preference In People With Severe And Profound Multiple Disabifily 
Name 
........................................................................................................ 
Date 
............................ 
This consent fonn is to be signed by the participant's carer. Before being filled in the 
carer must have read the infonnation sheet. 
Please tick the appropriate box; 
I. 1, as the representative, understand what the work is for and who will be 
involved with it. 
[JES 
NO NOTSURE 
2.1 believe that to proceed with the work would be in the interests of the 
participant. 
[aES NO NOTSURE 
3.1 have read the patient infonnation sheet. 
as 
NO NOTSURE 
4.1 understand that I am free to withdraw from the study at any time without 
giving a reason. 
[JES 
NO NOTSURE 
1 agree to take part in the research study. 
as NO NOTSURE 
6.1 have known ................ 
For more than 6 months and believe I know them 
well 
11 S NO NOT SURE 
Signatures: 
Representative ..................................................................................... 
Key Worker ........................................................................... ************ 
Appendix. H. 
BEFORE STAFF NOT MCLUDED IN EMBEDDED PREFERENCE WERE 
ELIMMATED 
99 = missing data 
Participant Staff Home Systematic Systematic Embedded Staff 
preference preference preference opinion 
1 2 ranking ranking 
ranking ranking 
I a 1 4 3 99 3 
b 1 3 5 2 5 
C I I 1 1 3 
d 1 5 4 4 3 
e 1 3 2 3 3 
2 a 1 3 99 99 3 
2 b 1 5 99 4 3 
2 C 1 5 99 1 3 
2 d 1 3 99 3 3 
2 e 1 1 99 2 3 
3 a 1 1 3 99 
1 
3 b 1 2 1 2 4 
3 C 1 3 3 1 
4 
3 d 1 4 3 4 4 
3 e 1 5 5 5 
4 
1 6 
6 
9 
h 
3 
3 
4 
2 
3 
1 
1 
3 2 
6 i 3 6 
6 
6 
7 
4 
5 
4 
6 
6 
6 
i 
k 
3 
3 6 3 6 7 
6 1 3 
3 
4 
2 
4 
6 
2 
99 
4 
5 
6 
7 
M 
n 4 2 5 
99 1 
7 0 4 2 3 1 
99 
99 
2 
4 
7 
7 
P 
q 
4 
4 
4 
3 5 99 4 
7 r 4 5 3 5 
99 
99 
4 
2 
8 
8 
n 
0 
4 
4 
3 
5 2 99 4 
8 P 4 3 2 5 
99 
99 
4 
4 
8 
8 
q 
r 
4 
4 
3 
3 3 99 1 
9 n 4 3 
5 
3 
99 
99 
3 
3 
9 
9 
0 
P 
4 
4 
1 
5 2 99 3 3 
9 q 4 3 2 5 
99 
99 3 
9 
11 
r 
S 
4 
5 
3 
3 3 1 
3 
1 
11 t 5 3 3 
99 
Participant Staff Home Systematic Systematic Embedded Staff 
preference preference preference opinion 
1 2 ranking ranking 
ranking ranking 
11 u 5 3 3 3 4 
11 v 5 3 3 2 2 
12 S 5 1 3 1 2 
12 t 5 3 3 99 1 
12 u 5 3 1 3 3 
12 v 5 3 3 2 4 
16 aa 6 3 3 4 4 
16 bb 6 5 5 99 4 
16 cc 6 5 3 1 1 
16 dd 6 5 3 2 4 
16 ee 6 3 1 99 4 
16 ff 6 1 6 4 4 
17 aa 6 5 3 1 2 
17 bb 6 3 5 99 5 
17 cc 6 6 3 2 2 
17 dd 6 5 1 4 5 
17 ee 6 1 5 99 5 
17 ff 6 3 5 3 5 
18 
18 
aa 
bb 
6 
6 
1 
6 
99 
99 
1 
99 
2 
5 
18 
18 
cc 
dd 
6 
6 
3 
3 
99 
99 
3 
4 
2 
5 
18 ee 6 3 99 
99 
2 
5 
2 
18 ff 6 5 99 
5 3 4 19 
19 
aa 
bb 
6 
6 
1 
4 5 99 4 
19 cc 6 4 3 1 
2 
1 
4 
4 
19 
19 
dd 
ee 
6 
6 
4 
4 3 99 4 
19 
21 
ff 
99 
6 
7 
6 
99 
5 
99 
4 
99 
4 
1 
21 hh 7 99 99 
1 
2 
5 
2 
21 ii 7 
7 
99 
99 
99 
99 99 5 21 
21 
A 
kk 7 99 99 99 
5 
5 
21 11 7 99 
6 
99 
99 
99 
99 4 
22 
22 
99 
hb 
7 
7 2 99 1 
1 
6 
22 ii 7 
7 
4 
4 
99 
99 
4 
99 2 
22 
22 
jj 
kk 7 4 99 2 4 
4 
6 
22 11 7 2 99 
1 3 2 24 MM 7 4 
Participant Staff Home Systematic Systematic Embedded Staff 
preference preference preference opinion 
1 2 ranking ranking 
ranking ranking 
24 nn 7 2 4 2 2 
24 jj 7 2 2 99 4 
24 kk 7 2 4 1 4 
30 kk 7 5 5 5 5 
30 00 7 1 1 99 5 
30 PP 7 6 5 1 2 
30 qq 7 3 5 4 5 
30 jj 7 4 5 3 5 
30 rr 7 3 2 2 1 
31 kk 7 6 6 3 6 
31 00 7 1 3 99 4 
31 11 7 2 2 1 1 
31 PP 7 4 5 2 2 
31 qq 7 6 5 99 3 
31 jj 7 3 2 99 6 
'%MEN STAFF NOT INVOLVED IN EMBEDDED OBSERVATIONS WERE 
ELIMINATED 
Participant Staff Home Systematic Systematic Embedded Staff 
preference preference preference opinion 
1 2 ranking ranking 
ranking ranking 
I b 1 3 4 2 4 
1 C I I 1 1 2 
1 d 1 4 3 4 2 
1 e 1 3 2 3 2 
2 b 1 4 99 4 3 
2 C 1 4 99 1 3 
2 d 1 2 99 3 3 
2 e 1 1 99 2 3 
3 b I I 1 1) 3 
3 C 1 2 3 1 3 
3 d 1 3 3 3 3 
3 e 1 4 4 4 
3 
6 
6 
9 
h 
3 
3 
3 
1 
3 
1 
1 
3 
1 
2 
6 i 3 5 5 4 4 
6 i 3 5 6 5 5 
6 k 3 5 3 6 6 
6 1 3 3 4 2 
4 
7 n 4 
4 
2 
2 
5 
3 
99 
99 
1 
2 
7 
7 
0 
P 4 4 1 
99 4 
7 q 4 3 
5 
5 
3 
99 
99 
4 
4 
7 
8 
r 
n 
4 
4 3 5 99 2 
8 0 4 5 
3 
2 
2 
99 
99 
4 
4 
8 
8 
P 
q 
4 
4 3 5 99 
4 
1 
8 r 4 3 
3 
3 
5 
99 
99 3 
9 
9 
n 
0 
4 
4 1 3 99 
3 
3 
9 P 4 5 
3 
2 
2 
99 
99 3 
9 
9 
q 
r 
4 
4 3 5 99 
3 
2 
11 S 5 2 
2 
2 
2 
1 
3 3 
11 
11 
u 
v 
5 
5 2 2 
2 
1 
12 S 5 1 
3 
1 3 2 12 
12 
u 
v 
5 
5 
3 
3 3 2 
3 
3 
16 aa 6 2 2 2 
4 
1 1 
16 cc 6 4 
Participant Staff Home Systematic Systematic Embedded Staff 
preference preference preference opinion 
1 2 ranking ranking 
ranking ranking 
16 dd 6 4 2 2 3 
16 ff 6 1 5 4 3 
17 aa 6 3 3 1 2 
17 cc 6 4 3 2 2 
17 dd 6 3 1 4 4 
17 ff 6 1 4 3 4 
18 aa 6 1 99 1 2 
18 cc 6 3 99 3 2 
18 dd 6 3 99 4 4 
18 ff 6 4 99 2 2 
19 aa 6 1 4 3 3 
19 cc 6 3 2 2 3 
19 dd 6 3 1 1 3 
19 ff 6 4 4 4 3 
22 hh 7 2 99 1 1 
22 ii 7 4 99 4 4 
22 kk 7 4 99 2 2 
22 11 7 2 99 4 4 
24 MM 7 3 1 3 
24 nn 7 2 3 2 
24 kk 7 2 3 1 3 
30 kk 7 4 4 5 4 
30 PP 7 
7 
5 
2 
4 
4 
1 
4 30 
30 
qq 
ii 7 3 4 3 
30 rr 7 2 
3 
1 
3 3 31 
31 
kk 
11 
7 
7 1 1 
31 PP 7 2 2 
Appendix I- Raw Data 
OCCASION I 
Time Rater I Rater 2 
(secs) Happiness Unhappiness Happiness Unhappiness 
0-10 6.00 
. 00 6.00 . 00 11-20 3.00 . 00 2.00 . 00 21-30 4.00 
. 00 3.00 . 00 31-40 4.00 . 00 3.00 . 00 41-50 7.00 . 00 9.00 . 00 51-60 4.00 . 00 4.00 . 00 61-70 10.00 . 00 10.00 . 00 71-80 3.00 . 00 3.00 . 00 81-90 6.00 . 00 4.00 . 00 91-100 3.00 . 00 3.00 . 00 101-110 4.00 . 00 4.00 . 00 111-120 4.00 . 00 4.00 . 00 
OCCASION 2 
Time Rater I Rater 2 
(secs) Happiness Unhappiness Happiness Unhappiness 
0-10 6.00 . 00 6.00 . 
00 
11-20 . 00 . 
00 . 00 
2.00 
21-30 12.00 . 00 
14.00 . 00 
31-40 20.00 . 00 
20.00 . 00 
41-50 20.00 . 00 
20.00 . 00 
51-60 . 00 . 
00 . 00 . 
00 
61-70 4.00 . 00 
4.00 . 00 
71-80 12.00 . 00 
12.00 . 00 
81-90 1.00 . 00 . 
00 2.00 
91-100 10.00 . 00 
10.00 . 00 
101-110 2.00 4.00 2.00 4.00 
111-120 4.00 . 00 
4.00 . 00 
Appendix -I. - Analysis 
OCCASION 1 
Correlations 
R1HAP R2HAP 
R1HAP Pearson 
Correlation 1 . 906(**) 
Sig. (2-tailed) 
. 000 N 23 23 
R2HAP Pearson 
Correlation . 
906(**) 1 
Sig. (2-tailed) 
. 000 
N 23 23 
** Correlation is significant at the 0.01 level (2-tailed). 
Correlations 
RIUN R2UN 
R1UN Pearson 
. (a) . (a) Correlation 
Sig. (2-tailed) 
N 23 23 
R2UN Pearson 
. 
(a) . (a) Correlation 
Sig. (2-tailed) 
N 1 23 1 23 
a Cannot be computed because at least one of the variables is constant. 
OCCASION 2 
Correlations 
R1HAP R2HAP 
R1HAP Pearson 1 . 
996(') 
Correlation 
Sig. (2-tailed) 
. 000 
N 24 24 
R2HAP Pearson 
. 
996(**) 1 
Correlation 
Sig. (2-tailed) 
. 
000 
N 24 1- 24, 
** Correlation is significant at the 0.01 level (2-tailed). 
Correlations 
R1UN R2UN 
R1UN Pearson 
Correlation 1 . 765(**) 
Sig. (2-tailed) 
. 000 N 24 24 
R2UN Pearson 
Correlation . 765(**) 1 
Sig. (2-tailed) 
. 000 N 24 24 
- uorrelation is significant at the 0.01 level (2-tailed). 
COLLATED 
Correlations 
I R1HAP R2HAP 
R1HAP Pearson 
Correlation 1 . 989(**) 
Sig. (2-tailed) 
. 000 
N 47 47 
R2HAP Pearson 
. 
989(**) 1 Correlation 
Sig. (2-tailed) 
. 
000 
N 47 47 
** Correlation is significant at the 0.01 level (2-tailed). 
Correlations 
R1 UN R2UN 
R1UN Pearson 1 . 783(') Correlation 
Sig. (2-tailed) 
. 
000 
N 47 47 
R2UN Pearson 
. 783(**) 
1 Correlation 
Sig. (2-tailed) 
. 
000 
IN 47 47 
** Correlation is significant at the 0.01 level (2-tailed). 
